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ABSTRACT 

Twelve  issues  of  "Exceptional  Parent"  magazine 
provide  a variety  of  articles  and  resources  on  parenting  the  child  or 
young  adult  with  a disability*  The  January  issue  is  a resource  guide 
with  directories  of  national  organizat ions , associat ions , products, 
and  services*  The  February  issue  focuses  on  early  childhood, 
including  assessment,  day  care,  and  transitions*  The  March  issue’s 
emphasis  is  on  mobility  and  considers  rehabilitation  technology  and 
power/manual  wheelchairs*  The  main  topic  of  the  April  issue  is 
summer,  focusing  on  vacations,  planning,  and  travel  ideas*  The  May 
focus  is  on  communication,  including  facilitated  communication, 
augmentative  communication,  hearing  aids,  and  using  the  telephone* 

The  June  issue  deals  with  recreation,  including  the  World  Games, 
Special  Olympics,  and  recreation  resources*  Friendship  and  community 
is  the  featured  topic  of  the  July  issue*  The  emphasis  of  the  August 
issue  is  on  health,  including  genetic  counseling,  teaching  doctors  to 
communicate,  and  rhizotomy*  The  September  issue  features  education, 
with  articles  on  quality,  inclusion,  and  the  Individuals  with 
Disabilities  Education  Act*  October  articles  are  on  toy  selection, 
ramps  and  lifts,  and  diagnostic  labels*  Technology  is  the  xocus  of 
the  November  issue*  The  December  issue’s  emphasis  is  on  family, 
especially  grandparents,  estate  planning,  and  the  extended  family* 
(DB) 


it  it 

it 

it 


■ it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  "it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  it  i:  it  it  it  it  it  it  it  it  it  it 


Reproductions  supplied  by  EDRS  are  the  best  that  can  be  made 
from  the  original  document  * 


o 

<N 

O 

ON 

<^J 

Q 

10 


U t.  otMm-iieNT  or  toocATiftw 

<y  CaucaiKjo.!  B,«.,cn 

EOuCAr,ONAL^RE^URC|S,NrORMAT,ON 

oriQtngiifVQ  It  wftf«mz«rion 

° '"•o*  'o  '"'D'o.e 

^•production  QuClify  m-wyc 


Points  of  v»«w  or  opinions 
moot  do  not  nac0SS4irily 
OERf  position  or  policy 


stciod  »n  this  ooc 
repr«s«nt  oHici 


•I 


Exceptional  Parent.  Volume  25,  Numbers  1-12. 
Klein,  Stanley,  Ed. 


ERIC 


2 


Ford  Motor  Company  understands  that  a physical 
disability  doesn't  mean  life  can’t  be  rewarding.  For 
many,  there's  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That’s  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that's  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call  You’ll 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  for  up  to  $/50 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There's  nothing  for  you  to  send  in ... 
and  there's  no  waiting  for  your  check! 

You'll  also  receive  a complimentary  Ford  Cellular 
Telephone’  and  Roadside  Assistance*'  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


MOBILITY  Xt- 
MOTORIhKS^ 

PROGRAM 

INFORMATION  YOU  NEED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■ friendly  toll-free  and  special  “TDD"  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a "prescription"  for  your  vehicle’s  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
Installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  aii,  you  get  Ford  Motor  Company's  products 

and  services.  A Company  where  quality  and  service 

are  always  “Job  t!" 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van.  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users; 
1-800-TDD-0312).  You'll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


Fr«t  MiNtty  IIUt«rii|  VUmI 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
have  learned  that  the  process  is  really  simple.  You'll 
also  see  how  Ford  products  adapt  . . tor  versatility, 
convenience  and  just  plain  motoring  tun.  Just  ask  for 
your  tree  video  when  you  call  us. 

PROGRAM  PERIOD 

October  1. 1994  - September  30, 1995 

' Cuslomer  is  responsible  tor  a 121 -day  rwmmum  activation  on  the 
Ford  Cellular  System  Some  local  individual  carriers  may  require 
a longer  agreement  as  wll  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional  To  tx  eligible  lor  the 
complimentary  Ford  Cellular  Telephone,  the  customer  must  also 
live  in  an  area  covered  by  the  Ford  Cellular  System  at  the  time  of 
the  purchase  or  lease. 

^ Ask  your  dealer  tor  a copy  ot  the  limited  warranty  and  complete 
details  ot  the  Roadside  Assistance  Plan  Vehicles  covered  by  the 
Lincoln  Commitment.  F-Series  Preferred  Caie  or  Red  Carpel 
Lease  plans  have  additional  benehts 


A NEW  CAR,  VAN  OR  LIGHT  TRUCK  ...  ADAPTIVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 
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Publisher’s  Letter 


Dear  Reader  and  Advertiser, 

Thank  you!  The  year  1994  was  wonderful  for  Exceptional  Parent  and  it  was  made  possible  by  you! 

As  we  move  into  our  24th  year,  I would  like  to  share  some  thoughts  about  the  changes  taking  place  in 
health  care  and  about  the  impact  these  changes  will  have  on  our  readers — the  families,  health  care 
professionals,  and  educators  that  we  serve — and  on  our  magazine. 

One  important  change  is  that  today's  health  care  consumers  are  becoming  empowered  as  never  before. 
Physicians,  therapists,  nurses,  and  teachers  recognize  that  they  need  to  collaborate  with  parents. 
Professionals  know  they  must  think  of  family  members  who  deal  with  the  day-to-day  challenges  of 
raising  a child  or  young  adult  with  a disability  or  special  health  care  need.  Moreover,  as  the  number  of 
new  treatment  therapies  increases,  so  does  the  need  for  information  to  help  families  and  professionals 
make  informed  choices  and  work  together  more  etfectively. 

Exceptional  Parent  is  moving  forward  to  help  meet  these  needs.  You  already  may  have  noticed  that  the 
inscription  inside  our  logo  reads,  "ParentingYour  Child  or  Young  Adult  with  a Disability,"  and  that  our 
new  "tag  line"  says,  "The  Magazine for  Families  and  Professionals."  These  changes  reflect  the  expanding 
scope  of  our  magazine.  They  also  point  to  our  commitment  to  provide  even  more  opportunity  for 
parents,  health  care  professionals,  and  educators  to  share  ideas  and  experiences,  to  learn  from  one 
another,  and  thereby  better  serve  the  needs  of  children  and  young  adults. 

For  example,  our  1995  Annual  Resource  Guide  contains  a new  feature.  Articles  that  appeared  -n  1994 
and  that  arc  of  particular  interest  to  professionals  involved  in  the  care  and  treatment  of  children  and 
voung  adults  with  disabilities  or  special  health  care  needs  are  now  specifically  identified  in  the  Index. 

As  1995  begins,  we  are  pleased  to  point  to  our  efforts  to  improve  communication  between  the  families 
and  professionals  we  serve.  At  the  same  time,  we  arc  proud  to  emphasize  that  the  fundamental  mission 
of  Exceptional  Parent  remains  unchanged.  We  will  continue  to  offer  Information  that  Matters,  from 
People  Who  Care.  This  phrase,  as  alwavs,  represents  a statement  of  our  purpose  and  values — what  we 
stand  for,  who  we  are  and  what  we  do.  We  will  continue  to  provide  information  that  helps  make  a 
difference  in  the  lives  of  the  people  we  serve.  Moreover,  all  the  members  of  the  various  departments  in 
our  companv  recognize  the  importance  of  what  the\’  do.  They  do  it  with  a passion  and  sense  of  caring 
and  commitment  that  fills  me  with  emotion  and  an  ongoing  sense  of  pride. 

To  all  our  readers,  please  accept  my  sincere  thank>  for  a gratifying  1994  and  my  prayers  that  1995  will 
be  a wonderful  year  for  vou  and  vour  children. 


ly  yours. 


iseph  M.  Valenzano  jr. 
President  N.  Publisher 
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Stanley  D.  Klein»  Ph.D. 


elcome  to  our  biggest  and  most  comprehensive  annual  Resource  Guide 
ever!  With  the  help  of  organizations  large  and  small,  this  year’s  guide 
includes  more  information  about  the  services  each  orgarazation  provides. 
We  have  also  included  many  more  Canadian  groups. 

We  have  worked  hard  to  verify  all  the  information  in  this 
guide.  Nonetheless,  we  may  have  made  a few  errors.  Please  do 
not  hesitate  to  contact  us  with  corrections;  we  will  publish  all 
corrections  in  future  monthly  issues. 

Some  organizations  are  very  large  and  include  paid  staff  mem- 
bers. Others  may  be  coordinated  by  one  or  two  dedicated  volun- 
teers working  nights  and  weekends  from  a kitchen  table.  This 
year’s  directory  includes  a few  brief  stories  about  several  groups 
to  illustrate  the  energy  and  creativity  of  parents  everywhere.  We 


know  each  of  the  hundreds  of  groups  listed  has  an  equally  compelling  story. 


How  to  use  this  Resource  Guide 

Parents  can  use  the  directory  of  National  Resources  for  Specific  Disabilities  and 
Conditions  to  obtain  inforxuation  about  specific  conditions  and  to  network  with 
parents  of  similar  children.  The  extensive  cross-referencing  may  help  parents  find 
more  than  one  resource  for  the  same  condition  or  disability. 

Sources  of  local  assistance  can  be  identified  through  Parent  TVaining  and 
Infomiation  Centers,  Parent  to  Parent  Programs,  Alliance  for  Technology  Access 
Centers  and  State  Assistive  Technology  Programs.  Through  these  local  contacts, 
parents  can  communicate  with  caring  people  knowledgeable  about  local 
resources. 

Professionals — physicians,  social  workers,  nurses  and  educaton: — can  use  this 
guide  to  put  parents  in  touch  with  national  organizations  that  can  j^rovide  emo- 
tional support  and  up-to-date  information  on  specific  disaljilitios  or  conditions. 
Professionals  can  also  use  these  organizations  to  stay  informed  and  involved.  By 
networking  with  local  groups,  professionals  can  help  families  and  colleagues  find 
nearby  resources.  Local  and  national  organizations  may  also  help  professionals 
find  others  who  share  specific  clinical  or  research  interests. 

This  guide  also  includes  an  extensive  index  of  topics  covered  in  1994.  To  assist 
professionals,  we  have  marked  articles  of  particular  interest  to  those  in  the  fields 
of  health  care  and  education. 


Advertisers 

Many  companies  and  service  organizations  have  purchased  ads  and  listings  so  par- 
ents and  professionals  can  find  the  products  and  services  they  need  throughout 
the  year.  Readers  can  use  the  free  Product  and  Service  Infoimation  cards  to 
obtain  detailed  information  from  participating  advertisers. 

Many  years  ago,  parents  and  professions  taught  us  that  advertising  provides 
an  important  service.  When  Exceptional  Parent  first  started  to  accept  advertis- 
ing— more  than  20  years  ago — parents  and  many  professionals  on  a child’s  clinical 
or  educational  team  had  little  say  about  product  purchases.  As  a result,  they  were 
typically  excluded  from  marketing  efforts.  But  today,  parents,  along  with  other 
members  of  the  child’s  “team,”  are  key  decision-makers.  Successful  companies 
now  appreciate  the  need  to  keep  parents  and  professionals  well-informed. 
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Thank  you  one  and  all 

This  guide  could  not  have  been  completed  without  the  help  of  many  individuals 
and  groups.  We  are  very  grateful.  And  we  have  been  very  pleased  to  hear  from  so 
many  about  how  helpful  our  previous  guides  have  been  in  making  connections 
throughout  the  world.  We  wish  you  all  the  best  in  the  new  year. 
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And  the 
healthcare 
professionals' 
answer  to 
safety. 

ProtectaCap®  is  ideal 
for  post-surgery  and 
therapeutic  activities. 
ProtectaCap  is  made 
with  proven  shock- 
absorbent  Ensolite"'^ 
foam  which  helps  to 
prevent  injury  by 
absorbing  the  impact 
of  a blow  or  fall. 
ProtectaCap's  unique, 
expandable  design 
provides  a 

comfortable,  custom  fit 
for  each  child  under 
six  years  of  age. 

And  ProtectaCap 
weighs  only  three 
ounces. 

Tested  by  safety 
engineers, 

ProtectaCap  rates 
"excellent"  in  shock 
absorption.  It  replaces 
hard  plastic  by 
eliminating  weight, 
heat,  bacteria  and 
discomfort. 

Little  heads  are 
secured  quickly  with 
convenient  Velcro'^ 
closure.  And 
ProtectaCap  is  fully 
machine-washable. 
ProtectaCap  is  cute, 
colorful,  and  ac  to 
the  self-esteem  of  any 

B child  requiring 
headgear. 


I 


iiWii  o (ItHe  mrl  with  hydrocephalus.  Becouso  of  her 
abnormolly*shopM  head,  we  couldn't  get  a good  fit,  even  with 
custom*mode  hornets.  ProtectoCop  fits  great  and  it  works  so  v^ll. 
We've  been  Wy  happy  with  it  Q^er  helmets  ore  so  obstrusive- 
looldng.  PiotectoCaplOoks'sonke.^^  , 

L Sat$0‘Um<iin,  Occupathnat  TtmrapHt,  Shrift9h  HdspHai,  Poflhnd,  Off 


itProtectoCop  will  stay  on  the  child  and  protect  his  heod. 
Most  children  have  we^  neck  muscles.  ProtectaCap  is  so 
much  lighter  than  other  helmet$.9f 

5.  Ptiy$kaljjf^9rapkf,  Cottonwood,  AZ 

<<The  neurosurgeon  loved  ProtectaCap.  He  sent  it 
home  with  the  patient  after  cranial  surgery.99 

Mothodht  HofpHat,  San  Antonio^  TX 

(iProtectoCop  is  the  best  thing  in  the  woridi  It's  so 
comfortable.  She  doesn't  take  it  off  her  head  like  the 
other  ones.  It  really  protects  her.  And  It's  so  cute. 

Thank  yoM  very  much.99  At.  A^,  Pannt,  Uunboid,  It 

44  Your  ProtectoCops  ore  colorful  and  offer  mony  good 
features  for  comfort.  We  will  recommend  them  to  our 
' families,  f 9 Chddton*t  Ho$pHat  of  FbMolphio,  FhHadofphia,  M 


44My  daughter  hos  a shunt  in  her  head. 
ProtectaCap  protects  it  reolly  well.  It's  wonderful.99 
C.  Vandeipoi,  Pannt,  Boftingham, 
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nse&  Inc  1-800-321 -PLUM 

9 Oyilon  Orcle  21S-S84-41S1 


RO.vBox  283 

PA  19490 


^ACCeWED.  OVERNIGHT  DELIVERY  /WMLABLE 
$72.9^  plut  $7.95  S/H.  MIMCM0 
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takes 
one  look 

into  their  eyes  to 
understand. 

Medically  fragile 
children  need  a special 
kind  of  love. 

Right  at  Home.” 


Olsten  Kimberly  QualityCare 
Pediatric  & Perinatal  Services  is 
committed  to  setting  the  standard  of 
care  for  medically  fragile  infants  and 
children.  All  of  our  nurses,  thera- 
pists and  support  personnel  are 
specifically  trained  in  neonatal,  pedi- 
atric and  perinatal  care.  Every  one 
of  them  is  dedicated  to  providing 
home  care  that  meets  the  unique 


needs  of  these  special  patients.  To 
find  out  more  about  Olsten 
Kimberly  QualityCare’s  Pediatric  & 
Perinatal  Services: 

Make  the  Sure  Caii'":  1-800^6*NURSE 

(TDD  accessible) 

Monday -Friday  8:30  am-  8:30  pm  e.S.t. 


Olsten 

Kimberly  QualityCare' 


America  is  coming  home  with  US'" 


<3h  1994  Olsten  Kimberly  QualityCare,  175  Broadhollow  Road,  Melville,  NY  1 1747.  Olsten  Kimberly  QualityCare  does  not  discriminate  in  employment  or  services 
based  on  age,  sax,  sexual  preference,  national  origin,  race,  religion,  color,  cieed,  marital,  veteran  or  disability  status. 
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Nationaiv  Information 

AND  Ad  VO  GAG  Y ReSOURGES 


These  national  organizations  are  information  and  advoca- 
cy resources  for  families  and  professionals.  This  directo- 
ry starts  with  a listing  of  organizations  providing  general 
information  and  advocacy  followed  by  organizations  focusing 
on  more  specific  areas  of  concern  to  the  families  of  children 
and  adolescents  with  disabilities. 

A description  of  services  provided  by  individual  organiza- 
tions follows  each  listing.  Numbers  correspond  to  items  listed 
in  the  Key  to  Services. 

This  symbol  (\A)  indicates  an  Internet  e-mail  address. 


General 

American  Association  of 
University  Affiliated  Programs 
for  Peisons  with 
Deveiopmentai  Disabilities 

8630  Fenton  St,  Ste  410 
Silver  Spring,  MD  20910 
(301)  588-8252  (voice) 

(301)  588-3319  (HY) 

(301)  588-2842  (fax) 

2,5.67 

• Offers  referrals  to  local 
University  Affiliated  Programs 
which  provide  technical  assis- 
tance, training  and  information  to 
service  providers  to  support  the 
independence,  productivity  and 
community  inclusion  of  people 
with  developmental  disabilities 
and  their  families. 

Association  for  Persons  with 
Severe  Handicaps 

11210  Greenwood  Ave  N 
Seattle,  WA  98133 
(206)  361 -8870  (voice) 

(206)  361 -01 13  (TTY) 

(206)  361 -9208  (fax) 
1.2,3,4,5.6,7;  state  and  regional 
chapters 

• Advocates  for  comprehensive, 
high-quality,  integrated  education 
and  full  participation  in  inclusive 
community  settings  that  support 
the  same  quality  of  life  available 
to  people  without  disabilities. 


Association  of  Birth  Defect 
Children 

827  Irma  Ave 
Orlando.  FL  32803 
(800)  313-2232  (voice,  24-hour 
registry  line) 

(407)  245-7035  (voice/fax) 
1,3,4,6,7,8 

• Offers  free  parent  matching  and 
participation  in  National  Birth  Defect 
Registry.  Serves  as  clearinghouse  to 
pmvide  free  information  about  birth 
defects,  particulady  those  thought  to 
be  associated  with  exposure  to 
environmental  toxins. 

Canadian  Association  for 
Community  Living 

4700  Keele  St 

Kinsman  Bldg,  York  University 
North  York,  ON  Canada  IV13J  1P3 
(416)661-9611  (voice) 

(416)  661 -2023  (HY) 
(416)661-5701  (fax) 

1.2,5.67 

• Provides  very  comprehensive 
disability-information  service. 
Maintains  large  book-  and  video- 
lending library.  Advocates  for  inclu- 
sion and  community  awareness. 

Children’s  Defense  Fund 

25  E Street  NW 
Washington,  DC  20001 
(800)  233-1 200  (voice) 

(202)  628-8787  (voice) 

(202)  662-3520  (fax) 

1.2,3.57 

• Advocates  on  behalf  of  all  chil- 
dren, with  particular  attention  to 
the  needs  of  children  who  are 
economically  disadvantaged,  have 
disabilities  or  are  members  of 
minority  groups.  Focus  is  on  pro- 
grams that  affect  large  numbers 
of  childrenMther  than  on  helping 
individual  Sfhilies. 


DIRECT  LINK  for  the  disABLED 

PO  Box  1036 
Solvang,  CA  93464 
(805)  688-1603  (VmY) 

(805)  686-5285  (fax) 

1.2.3.4.6 

• Provides  information  and  educa- 
tion to  people  seeking  help  for  any 
disability-  or  health-related  ques- 
tion. Services  provided  at  no 
charge  to  individuals  and  families. 

March  of  Dimes  Birth  Defects 
Foundation 

1275MamaroneckAve 
White  Plains,  NY  10605 
(914)  428-71 00  (voice) 

(914)  428-8203  (fax) 

6.7.8 

• Provides  referrals  to  specialty 
health  care  providers,  genetic  coun- 
selors and  support  groups  across 
the  country.  Provides  educational 
information  on  birth  defects,  genet- 
ics and  prenatal  care. 

National  Center  for  Youth  with 
Disabilities 

University  of  Minnesota 
Box  721 

420  Delaware  St  SE 
Minneapolis,  MN  55455 
(800)  333-6293  (voice) 

(612)  626-2825  (voice) 

(612)  624-3939  (TTY) 

(612)  626-21 34  (fax) 

E&  ncyd@gold.tc.umn.edu 
1.2.57 

• Provides  information  and  techni- 
cal assistance  on  issues  affecting 
adolescents  with  chronic  illnesses 
and  disabilities  and  the  transition 
to  adult  life. 

National  Easter  Seal  Society 

230  W Monroe 
Chicago,  IL  60606 
(312)  726-6200  (voice) 

(312)  726-4258  (TTY) 

(312)  726-1494  (fax) 
eseals@mcs.com 
2,3,6,7;  disability-awareness  cur- 
riculum for  elementary  schools 

• Affiliates  in  500  service  loca- 
tions provide  physical  and  occu- 
pational therapy,  audiology,  camp- 
ing, recreation,  early  intervention 
and  vocational  programs  for  chil- 
dren, teens  and  their  families. 


KqrtoSenices 

1 . PerkxHcal/mwsletter 

2.  Other  publications 

3.  Videos 

4.  NetiMoilcing/inatching 
with  other  families 

5.  Nationai  conferences 

6.  Referrals  to  local 
resources 

7.  Nationai  advocacy 
efforts 

8.  Fund  research 

9.  Provide  electronic  com- 
puter buUstin  board 

Nationai  Organization 
on  Disability  . 

910  1 6th  St  NW,  Ste  600 
Washington , DC  20006 
(800)  248-2253  (voice) 

(202)  293-5968  (TTY) 

(202)  293-7999  (fax) 

1.2.3.67 

• Promotes  public  awareness  and 
supports  legislation  to  improve  the 
lives  of  people  with  disabilities. 
Does  not  provide  any  direct  ser- 
vices to  families. 

NPND;  National  Parent 
Network  on  Disabilities 

1600  Prince  St,  Ste  115 
Aiexandria,VA22314 
(703)  684-6763  (V/TTY) 

(703)  836-1232  (fax) 

1.2.3.5.67 

• Provides  a national  presence 
and  voice  for  parents  of  children, 
youth  and  adults  with  disabilities. 
Shares  information  and  resources 
to  promote  the  power  of  parents 
to  influence  government  policy 
relating  to  the  needs  of  people 
with  disabilities  and  their  families. 
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INFO  & ADVOCACY 


INFO  & ADVOCACY 


NATIONAL  INFORMATION  AND  ADVOCACY  RESOURCES 


National  Vaccine  Information 
Center— Dissatisfied  Parents 
Together 

512WMapleAve,  #206 
Vienna,  VA  221 80 
(703)  938-3783  (voice) 

(703)  938-5768  (fax) 

1.2,3,47 

• Advocates  for  the  prevention  of 
vaccine  reactions.  Provides  infor- 
mation on  the  Vaccine  Injury 
Compensation  Program.  Makes 
legal  referrals. 


NICHCY:  National  Information 
Center  for  Children  and  Youth 
with  DisabilitieFi 

PO  Box  1492 


Washington,  DC  20013 
(800)  695-0285  (V/TTY) 

(202)  854-8200  (V/TTY) 

(202)  884-8441  (fax) 
efS  nichy@capcon.net 
1, 2,4,6;  many  publications  avail- 
able in  Spanish 

• Collects  and  shares  information 
and  ideas  that  are  helpful  to  chil- 
dren and  youth  with  disabilities  and 
the  people  who  care  for  and  about 
them.  Answers  questions,  links  peo- 
ple with  others  i--^o  share  common 
concerns  and  helps  information  flow 
between  people  who  ha've  it  and 
people  who  need  it.  Single  copies  of 
all  publications  are  free. 


Rural  Institute  on  Disabilities 

52  Corbin  Hall 
University  of  Montana 
Missoula,  MT  5981 2 
(800)  732-0323  (V/TTY) 

(406)  243-5467  (V/TTY) 

(406)  243-4730  (fax) 

12,6,9  (800/961 -9610,  up  to 
9600  baud) 

• Provides  information  and  refer- 
ral, lending  library  of  books  and 
videotapes,  assistance  to  children 
of  Vietnam  veterans  and  assistive 
technoiogy  loan/lease  program. 


STOMP:  Specialized  Training 
of  Military  Parents 

c/o  Washington  PAVE 
12208  Pacific  Highway  SW 
Tacoma,  WA  98499 
(800)  298-3543  (voice) 

(206)  588-1741  (V/TTY) 

(206)  984-7520  (fax) 

1,2,4,6 

• Provides  information  about 
parental  rights  and  responsibilities 
In  obtaining  special  educational 
services  for  children  of  military 
personnel.  Provides  information 
about  testing  and  assessment, 
lEPs  and  networking  with  military 
resources. 


World  institute  on  Disability 

510  16thSt,Ste  100 
Oakland,  CA  94612-1502 
(510)  763-4100  (V/TTY) 

(510)  7208-9493  (TTY) 

(510)  763-4109  (fax) 
wld@wid.org 
1.2.67 

• Public  policy,  research  and 
training  center  dedicated  to  inde- 
pendence for  all  people  with  dis- 
abilities. Seeks  to  provide  accu- 
rate information  for  public  a, id 
private  policymakers  to  use  in 
crafting  services  and  policies  that 
support  independence  and  quality 
of  life.  Does  not  provide  direct 
client  services. 


MoptiM 

AASK:  Adopt  a Special  Kid 

2201  Broadway,  Ste  702 
Oakland,  CA  9461 2 
(510)  451 -1748  (voice) 

(51 0)451 -2023  (fax) 

1.4.67 

• Adoption  agency  specializing  in 
the  placement  of  children  with 
disabilities:  sliding-scale  fee  for 
services.  Provides  post-adoption 
support  services. 

Adoptive  Families  of  America 

3333  Highway  100N 
Minneapolis , MN  55422 
(800)  372-3300  (voice) 

(61 2)  535-4829  (voice) 

(61 2)  535-7808  (fax) 

1.2:3.4.5.67 

• Provides  problem-colving  assis- 
tance and  information  to  members 
of  adoptive  families  and  prospec- 
tive adoptive  families.  Promotes 
the  health  and  welfare  of  children 
without  permanent  families. 

Jewish  Children's  Adoption 
Network 

PO  Box  16544 
Denver,  CO  80216-0544 
(303)  573-8113  (voice) 

(303)  893-1 447  (fax) 

1.4.6 

• Helps  both  birth  and  adoptive 
families  find  resources  to  help 
them  parent  children  with  disabili- 
ties. Finds  adoptive  placements 
for  waiting  children. 
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National  Adoption  Center 

1500  Walnut  St.  Ste  701 
Philadelphia.  PA  19102 
(800)  862-3678  (voice) 

(215)  735-9988  (voice) 

(215)  735-9410  (fax) 

4 

• Approved  adoptive  families  may 
register  on  National  Adoption 
Exchange,  a computerized  data- 
base of  waiting  minority  children 
and  children  with  disabilities  and 
families  hoping  to  adopt  such  a 
child. 

National  Resource  Center  for 
Special  Needs  Adoption 

16250  Northland  Dr,  Ste  120 
Southfield,  Ml  48075 
(810)  443-7080  (voice) 

(810)  443-7099  (fax)  . 
1.2.3.5.6.7.8 

• Provides  a forum  for  adoption 
practitioners,  policymakers  and 
advocates  to  share  knowledge 
and  expertise.  Serves  as  a 
resource  for  organizations  and 
professionals  through  consulta- 
tion. technical  assistance,  training 
and  a vanety  of  written  and 
videotaped  materials. 

Center  for  Universal  Design 

North  Carolina  State  University 
School  of  Design 
Box  8613 

Raleigh,  NC  27695-8613 
(800)  647-6777  (V/TTY.  US  & 
Canada) 

(919)  515-3082  (V/TTY) 

(919)  51 5-3023  (fa)0 

1.2.6 

• Provides  design  information  and 
assistance  to  families  and  individ- 
uals with  disabilities  for  construc- 
tion of  new  housing  and  home 
modifications. 

Access  Unlimited 

3535  Briarpark  Dr,  Ste  102 
Houston,  TX  77042 
(800)  848-031 1 
(713)781-7441 
(713)  781 -3550  (fax) 

1,6 

• Resource  center  for  information 
on  assistive  technology. 
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K^toSemicgs 

1.  Periodical/newstotter 

2.  Other  publications 

3.  Videos 

4.  NetworMng/matching 
with  ether  families 

5.  National  conferences 
&ftef«Tals  to  local 

resources 

7.  National  advocacy 
enonS' 

8.  Fund  reuarch 

a Provide  electronic  com- 
puter bulletin  board 

Activating  Children  Through 
Technology 

27  Horrabin  Hall 
Western  Illinois  University 
Macomb,  IL  61455 
(309)  298-1014  (voice) 

(309)  298-2305  (fax) 

1^  mflmr@uxa.ecn.bgu.edu 

1. 2.3.5 

• Provides  training  and  resource 
information  to  famines  of  chiidren, 
birth  to  eight  years,  on  integrating 
technology  into  Individual  educa- 
tional programs  (lEPs). 

Child  Cara 

Child  Care  Plus 

Rural  Institute  on  Disabilities 
52  N Corbin  Hall 
University  of  Montana 
Missoula,  MT  59812 
(800)  235-4122  (V/TTY) 

(406)  243-5467  (V/TTY) 

(406)  243-4730  (fax) 

1.2.5.6 

• Provides  technical  assistance, 
written  materials  and  training  for 
families,  child  care  providers  and 
others  who  support  inclusion  in 
early  childhood  programs. 

SpeciaLink 

1 86  Prince  St 

Sydney,  NS  Canada  B1P  5K5 
(800)  840-5465  (voice,  Canada 
only) 

(902)  562-1662  (voice) 

(902)  539-9117  (fax) 
sirwin@fox.nstn.ca 
1,2,3,4,5,67 

• Serves  as  the  hub  of  a 3,(XX}-per- 
son  network  of  advocates  for  inclu- 
sive child  care  and  education. 
Provides  resources  and  referrals. 
Promotes  inclusive  practices,  poli- 
cies and  programs  across  Canada. 


nahonal  information  and  advocacy  resources 


Education 

National  Coalition 
of  Title  1/Chapter  I Parents 

Edmonds  School  Bldg,  Rm  201 
9th&DStNE 
Washington,  DC  20002 
(202)  547-9286  (voice) 

(202)  544-2813  (fax) 

1, 3,5, 6, 7;  scholarship  program 

• Provides  information,  training 
and  technical  assistance  to  par- 
ents to  help  them  participate  in 
planning,  implementing  and  evalu- 
ating local  Title  I programs. 

Employment 

Electronic  Industries 
Foundation  Froject  with 
industry 

91918th  St  NW,Ste  900 
Washington,  DC  20006 
(202)  955-5815  (voice) 

(202)  955-5836  (m) 

(202)  955-5837  (fax) 

6 

• Provides  job  placement  for  per- 
sons with  disabilities:  provides 
referrals  and  job-matching  ser- 
vices to  employers. 

Job  Accommodation  Network 

West  Virginia  University 
Morgantown,  WV  26506-6080 
(800)  232-9675  (V/TTY) 

(800)  526-7234  (V/TTY) 

(800)  526-2262  (V/TTY;  from  Canada) 
2,3,6,9(800/342-5526  ipto 
9600  baud) 

• Pmvides  information  about  job 
accommodations,  the  employabili- 
ty of  people  with  functional  limita- 
tions and  the  Americans  with 
Disabilities  Act  (ADA). 

Job  Opportunities  for  the  Blind 

National  Center  for  the  Blind 
1800  Johnson  St 
Baltimore,  MD  21230 
(800)  638-7518  (voice) 

(410)  659-9314  (voice) 

(410)  685-5653  (fax) 

12.5,6,7 

• Free  information  packet.  Shares 
methods  and  ideas  that  have 
helped  other  blind  workers  get 
good  jobs.  Nationwide  networking, 
reference  and  referral  services. 


O 


National  Industries  for  the 
Severely  Handicapped 

2235  Cedar  Ln 
Vienna,  VA  22182 
(703)  560-6800  (voice) 

(703)  849-891 6 (fax) 

), 2, 3, 5,6,7 

• Provides  technical  assistance  to 
local  rehabilitation  providers  ^bout 
employment  of  people  with  severe 
disabilities. 

Genetics 

Hereditary  Disease  Foundation 

1427  7th  St,  Ste2 
Santa  Monica,  CA  90401 
(310)  458-41 83  (voice) 

(310)  458-3937  (fax) 

75051 .3604tompuserve.com 

2.3. 4. 6. 7.8 

• Supports  biomedical  research. 
Focuses  on  Huntington's  disease, 
but  can  refer  families  to  support 
groups  for  other  disorders. 

Health  Care 

Association  for  the  Care 
of  Children’s  Health 

791 0 Woodmont  Ave,  Ste  300 
Bethesda,  MD  20814 
(800)  808-2224,  ext  306  (voice) 
(301)  654-6549,  ext  306  (voice) 
(301)  986-4553  (fax) 
ACCH@clark.net 

1.2.3.4.5.6.7.8 

• Organization  of  famiiy  members 
and  multidisciplinary  profession- 
als. Advocates  for  family-centered 
care  for  children  needing  special- 
ized health  and  developmental 
services.  Offers  a forum  for  infor- 
mation sharing  and  peer  support. 

Children’s  Hospice 
International 

700  Princess  St,  Lower  Level 
Alexandria,  VA  2231 4 
(800)  242-4453  (voice) 

(703)  684-0330  (voice) 

(703)  684-0226  (fax) 

12.3.4.5.6.7 

Family  Voices 

Box  769 

Algodones,  NM  87001 
(505)  867-2368  (voice) 

(505)  867-651 7 (fax) 

1.2.7 

• National  grassroots  network  of 
families  with  children  whc  have 
special  care  needs.  Gathers,  ana- 
lyzes and  provides  Information  on 
state  and  national  health  care 
reform  frorn  a family  perspective. 


Parent  Care 

9041  Colgate  St 
Indianapolis,  IN  46268-1210 
(31 7)  872-991 3 (voice) 

(317)  872-0795  (fax) 

12,4,5,6 

• Advocates  for  family-centered 
services  and  provides  social,  emo- 
tional and  informational  support  to 
families  and  caregivers  involved  in 
neonatal  intensive  care. 

The  Center  for  Children  with 
Chronic  Illness  and  Disability 

University  of  Minnesota 
Box  721  UMHC 
420  Delaware  St  SE 
Minneapolis,  MN  55455 
(612)  626-4032  (voice) 

(612)  624-3939  (TTY) 

(612)  626-2134  (fax) 
c3id@gold.pc.umn.edu 

1.2.3.6.7 

• Seeks  to  increase  and  apply 
knowledge  that  fosters  the  physi- 
cal. psychological  and  social 
development  and  competence  and 
well-being  c Infants,  children  and 
adolescents  with  chronic  illnesses 
and  disabilities  and  their  families. 

Independent  Living 

Independent  Living  Research 
Utilization  Program 

2323  S Shepherd,  Ste  1000 
Houston,  TX  7701 9 
(713)  520-0232  (voice) 

(713)  520-5136  (TTY) 

(713)  520-5785  (fax) 

1.2. 3.6.7 

• Collects,  synthesizes  and  dis- 
seminates information  on  inde- 
pendent living  (IL)  subjects. 
Maintains  directories  of  IL  centers, 
of  people  who  provide  IL  technical 
assistance  and  of  IL  support 
materials. 

legal  Assistanco 

American  Bar  Association 
Center  on  Children  and  the 
Law 

1800  M St  NW,  Ste  200  S 
Washington,  DC  20036 
(202)  331-2250  (voice) 

(202)  331 -2250  (fax) 
davidsonha@attmail.com 

2 

• Publishes  information  about 
legal  issues  related  to  children. 


DREDF:  Disability  Rights 
Education  and  Defense  Fund 

2212  Sixth  St 
Berkeley,  CA  94710 
(800)  466-4232  (V/TTY) 

(510)  644-2555  (V/TTY) 

(510)  841 -8645  (fax) 

1.3.6 

• National  law  and  policy  center 
dedicated  to  furthering  the  civil 
rights  of  people  with  disabilities. 
Offers  training,  information  and 
legal  advocacy  to  parents  of  chil- 
dren with  disabilities  to  help  them 
secure  appropriate  educational 
and  other  services.  Offers  techni- 
cal assistance,  information  and 
referrals  by  phone. 


National  Association  of 
Protection  and  Advocacy 
Systems 

900  2ndStNE,  Ste  211 
Washington,  DC  20002 
(202)  408-9514  (voice) 

(202)  408-9521  (TTY) 

(202)  408-9520  (fax) 

E&  HN4537@handsnet.org 

1. 5.6.7 

; • Voluntary  membership  organiza- 
tion of  federally-mandated  pro- 
grams advocating  for  the  rights  of 
people  with  disabilities.  Offers 
referral  to  programs  in  each  state 
and  territory. 

National  Center  for  Law 
and  Deafness 

Gallaudet  University 
800  Florida  Ave  NE 
Washington.  DC  20002 
(202)  651 -5373  (V/TTY) 

(202)  651-5381  (fax) 

2.6.7 

• Develops  and  provides  a variety 
of  legal  services  and  programs  to 
the  Deaf  community,  including 
representation,  counseling,  infor- 
mation and  education. 

Pike  Institute  on  Law 
and  Disability 

Boston  University  School  of  Law 
765  Commonwealth  Ave 
Boston.  MA  02215-1620 
(617)  353-2904  (V/TTY) 

(617)  353-2906  (fax) 

1^  hbeyer@bu.edu 

1.5.6 

• Provides  information  and  refer- 

I rals  in  disability-related  legal  mat- 
I ters.  Publishes  bi-monthly 
; DiSABiLijy /iovocATrs  Bulutin. 
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INfD  & AOVOCAGY 


INFO  & ADVOCACY 


KeytoSenricas 


NAfiONAL  INFORMAnON  AND  ADVOCACY  RESOURCES 


Bare  Disorders 

Alliance  of  Genetic  Support 
Groups 

35  Wisconsin  Cir,  Ste  440 
Chevy  Chase.  MD  20815-7015 
(800)  336-4363  (voice) 

(301)  652-5553  (voice) 
(301)654-0171  (fax) 

1,2, 4, 5, 7 

♦ Serves  as  a forum  for  address- 


ing the  needs  of  individuals  and 
families  affected  by  genetic  disor- 
ders and  as  a bridge  between 
consumers  and  service  providers. 


Letfibiidge  Society  for  Rare 
Disorders 

#2  740  4thAveS 
Lethbridge,  AB,  Canada  T1 J 0N9 
(403)  329-0665  (voice) 

14,5,6 

• Offers  networking  services  and 
local  referrals  to  people  with  rare 
disorders  and  their  families. 


MUMS:  Mothers  United 
for  Moral  Support 

c/o  Julie  Gordon 
150  Custer  St 
Green  Bay,  Wl  54301 
(414)  336-5333  (voice) 

(414)  339-0995  (fax) 

1.4 

• National  parent-to-parent  net- 
work matches  parents  with  others 
whose  children  have  similar  rare 
disorders  or  conditions. 


NORD:  National  Organization 
for  Rare  Disorders 

100Rt37,  PO  Box  8923 
New  Fairfield,  CT  06812-6923 
(800)  999-6673  (voice) 

(203)  746-6518  (voice) 

(203)  746-6927  (TTY) 

(203)  746-6481  (fax) 

1.2, 4, 5, 8 

• Clearinghouse  for  information 
about  rare  disorders.  Provides  lit- 
erature explaining  disorders  (first 
two  disease  reports  free;  $4  each 
thereafter)  and  offers  networking 
of  families  with  similar  disorders 
(for  paid  members  only). 


RehabtlKatkNi 


Canadian  Rehabilitation 
Council  for  the  Disabled 

45  Sheppard  Ave  E,  Ste  801 
Willowdale,  ON,  Canada  M2N 
5W9 

(416)  250-7490  (V/TTY) 
(416)229-1371  (fax) 

12,3,4,5.6,7 
• Umbrella  organization  of 
Canadian  service  providers,  health 
professionals  and  consumer 
groups.  Offers  publications,  dis- 
ability-awareness materials  and 
other  resources. 


Since  this  photo  was  taken,  11-year-old  Joey  Bishop  of 
Aromore,  Oklahoma  has  learned  to  float  without  any  help 
from  Mom  or  his  irflatable  aids.  Aside  from  his  aquatic 
puysuits,  Joey  enjoys  watching  movies  and  basebaU,  dri- 
ving his  power  wheelchair,  going  out  to  eat  and  talking 
to  people  'using  his  augmentative  communication  device. 
Joey,  a seventh-grader,  says  math  and  "giris”  are  his  best 
subjects.  Joey  has  agenesis  of  the  corpus  callosum. 


Respite  Care 

ARCH  National  Resource  Center 
800  Eastowne  Dr,  Ste  105 
Chapel  Hill,  NC  27514 
(800)  773-5433  (voice) 

(919)  490-4905  (fax) 

• Free  national  respite-provider 
locator  service  through  800-num- 
ber listed  above. 

Salf-Help 

American  Self-Help 
Clearinghouse 

St.  Clares-Riverside  Medical  Ctr 
6 Hinchman  Ave 
Denville,  NJ  07834 
(201)  625-9565  (voice) 

(201)  625-8848  (fax) 

^ edmadara@aol.com 
2.4.6 

• Provides  referrals  to  support 
groups  and  other  self-help  clear- 
inghouses. Provides  information 
on  starting  support  groups. 

National  Self-Help 
Clearinghouse 

CUNY  Grad  School,  University  Ctr 
25  W 43rd  St.  Rm  620 
New  York,  NY  10036 
(212)  354-8525  (voice) 

(212)  642-1956  (fax) 

1^  edmadara@aol.com 

1.2 

• Provides  referrals  to  support 
groups  and  other  self-help  clearing- 
houses. Provides  information  on 
starting  support  groups  and  outreach 
to  the  public  and  professionals. 


Sexuality 

Sex  Information  and  Education 
Council  of  the  US 

1 30  W 42nd  St.  Ste  2500 
New  York,  NY  10036-7901 
(212)  819-9770  (voice) 

(212)  819-9776  (fax) 

1.2.6 

• Library  has  5,000  volumes  and 
more  than  10,000  indexed  articles 
on  sexuality.  Collects  extensively  in 
the  area  of  sexuality  and  disability. 
Does  database  searches  to  find 
books  and  articles  of  interest. 

Sibling  Support 

Sibling  Information  Network 

The  A.J.  Pappanikou  Center  on 
Special  Education  and 
Rehabilitation 
62  Washington  St 
Middletown.  CT  06457 
(203)  648-1205  (voice) 

(203)  644-2031  (fax) 

1.2 

• Clearinghouse  of  information 
related  to  siblings  of  individuals 
with  disabilities. 
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1.  Periodical/newsletter 

2.  Other  publications 

3.  Videos 

4.  Netwoildng/matchlng 
with  other  families 

5.  National  conferences 

6.  Referrals  to  local 
resources 

7.  National  advocacy 
efforts 

a Fund  research 

9.  Provide  electronic  com< 
puter  bulletin  board 


Sibling  Support  Project 

PO  Box  5371,CL-09 
Seattle.  WA  98105-0371 
(206)  368-4911  (voice) 

(206)  368-4816  (fax) 

1.2.6.7 

• Creates  materials  and  provides 
training  and  technical  assistance 
for  organizing  peer-support  and 
education  programs  for  siblings  of 
people  with  disabilities.  Conducts 
workshops  throughout  the  US  for 
family  members  and  service 
providers. 

Thivel 

Mobility  International  USA 

PO  Box  10767 
Eugene.  OR  97440 
(503)  343-1284  (V/TTY) 

(503)  343-6812  (fax) 

^ miufa@igc.apc.org 

1.2.3. 4.6.7 

• Provides  international  educa- 
tional. travel  and  leadership  devel- 
opment opportunities  for  youths 
and  adults  with  disabilities. 
Coordinates  educational 
exchanges  with  other  countries. 
Offers  travel  information  and 
referral  services  for  people  with 
disabilities  and  their  families. 

TIravel  Information  Service 

Moss  Rehab  Hospital 
1 200  W Tabor  Rd 
Philadelphia.  PA  19141 
(215)  456-9600  (voice) 

(215)  456-9602  (TTY) 

6.7 

• Provides  free  telephone  infor- 
mation on  travel  accessibility  to 
people  with  physical  disabilities 
and  their  families. 
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Wonder.  Discovery.  Delight. 


We  cover  the  basics. 


Edmark  software  does  more  than  teach  kids  abc- at 
math,  reading  and  science.  Our  programs  delight 
them — with  colorful  graphics,  children’s  voices 
and  bts  of  humor.  Positive  feedback  and  visual  and 
auditory  cues  gently  guide  them  to  success.  Using  the 
optional  TouchWindow,  they  can  interact  directly 
with  the  software  simply  by  touching  the  screen. 

For  more  information  and  a free  product  catalog, 
call  1-800-320-8380 


Winner  of  53  Awards! 


Millie's  Math  House,  Bailey's  Book  House,  Sammy's  Science  House  (PreK-2nd  Grade); 
Thinkin'  Things  Collections  1 and  2,  Imagination  Express.  KidDesk  (PreKSth  Grade); 
and  the  TouchWindow.  Available  for  Macintosh  and  WIN/DOS  computers. 

Edmark  software  features  built-in 
single  switch  scanning. 


EDMARK 


l545b  1294 


Circle  # 109 


Abilitations' 

Availatte  froa  SpBrnme'  InternadoDal 

Sportime  International,  a well-known  leader  in  manufacturing 
and  designing  movement  products  since  1966,  can  offer  you 
therapeutic  equipment  for  your  children  and  adults  alike, 
whether  you’re  in  need  of  equipment  for  encouraging  movement, 
positioning,  exercise,  sensory-activities  or  augmentation, 

Ahilitations  can  provide  you  and  your  special  sc^meone 
with  equipment  of  the  highest  quality. 

fmim  uke  most  of  our  products,  our  own  patented  Physio- 
Roll  is  designed  with  the  highest  quality^  of  rotational  molding 
avai  lable.  physio- Roll  s are  the  ideal  medium  for  balance  training, 
strengthening  and  proprioceptive  activities.  Their  unique  shape 
provides  the  mobility  of  a ball  with  the  stability  of  a bolster. 

Physio-Rolls  are  available  in  5 different  sizes  from  30cm  to  85cm 
in  traditional  colors  or  clear.  Also  available  are  Physio-Roll-R-Cise 
Cards  for  home  exercise  education. 

For  more  information  on  physio- Rolls  or  to  receive  any 
of  Sportime  IntemationaFf  FREE  catalogs,  call  1-NII5I-1S15 
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kid^kart 

cares  about  kids. 


kTd-EZ 

tilt/reclinetm 


made  in 
USA 

PATENTPBNDING 


NOW  FEATURING  A 
Bus  Transport  Model 


kTd-EZ  AdJuttabI*  High  Chair  Baa# 


* Three  Models 

* Grows  from 
infant  to  age  7 

* Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 

1-800-388-5278 

732  Cruiser  Lane 
Belgrade,  Montana 
59714 
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Columbia  makes  bathtime  easier! 

• Stable,  secure  Bath  Supports  adjust  easily 
to  suit  you  and  your  child;  fit  any  tub 

• All  are  durable,  lightweight,  rustproof 

• Versatile  - use  indoors  or  outdoors  as  a go- 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

• The  Wrap-around  Support  (above)  lets  your 
child  play  in  the  water  while  seated  upright 

• The  Reclining  Bath  Chair  (below)  gives  your 
child  full-length  head  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


Bed-wetting  won’t  bother  him  tonight. 
And  you  can’t  see  why. 


ERLC 


Pull-Ups®  GoodNites^absorbent 
underpants  are  the  first  ones  ever  made 
for  bigger  children~45  pounds  and  up. 

They’re  superabsorbent,  yet  so  thin, 
they  all  but  disappear  under  pajamas. 

The  child  slips  them  on  and-acci- 
dent  or  not-wakes  in  a clean,  dry  bed. 
With  a whole 
new  positive 
attitude, 

GoodNites™ 
will  help  keep 
kids  dry  until 
they  outgrow 
bed-wetting. 

Since  3 million 
kids  share  this  problem,  that’s  a lot  of 
good  mornings. 

Get  the  GoodNites™  Guide  for  Kids- 
yours  for  sending  just  $1  postage  and 
handling  to:  GoodNites"”  Book  Offer,  P.0, 
Box  1125,  Maple  Plain,  MN  55592, 


rriy^Witpc! 


•RegUlercd  U»<leinMk  o(  Klinbfrly  Clark  Corporation.  01994  KCC 


“GoodNite^  mean 
Good  Mornings” 


Cktl««133 
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This  directory  includes  national  groups  and  organizations 
tiiat  can  serve  as  resources  for  parents  and  profession- 
als seeking  information  and  support  regarding  specific 
disabilities  and  conditions.  Where  appropriate,  disability  cate- 
gories have  been  cross-referenced  to  enable  readers  to  find 
otiier  relevant  resources  for  a specific  disability  or  condition. 
Where  appropriate,  several  entries  in  this  directory  also  appear 
in  other  directories  within  this  volume. 

A description  of  services  provided  by  individual  groups  fol- 
lows each  listing.  Numbers  correspond  to  items  listed  in  the 
Key  to  Services.  This  symbol  (iA)  indicates  an  Internet  e-mail 
address.  Unless  otherwise  indicated,  telephone  numbers  are 
for  voice  only. 


A-BBta-Upoproteinemia 

See:  Tay-Sachs  Disease 

Aatskog  Syndrome 

See  also:  Growth  Disorders 

Aarskog  Syndrome  Parent 
Support  Group 

c/o  Shannon  Caranci 
62  Robin  Hill  Ln 
Levitlown,  PA  19055-1411 
(215)943-7131 

1.4. 10 

Add  Maltasa  Deficiency 

See:  Muscular  Dystrophy 
Addenda,  Organic 

See  also:  Maple  Syrup  Urine 
Disease,  Neurometabolic 
Disorders 

Organic  Acidemia  Association 

c/o  Carol  Barton 
2287  Cypress  Ave 
San  Pablo,  CA  94806 
(510)  724-0297 

1.4.5.10 


Kay  to  Services 

1.  Periodical/newslelter 

2.  Other  publications 

3.  Videos 

4.  NetworWng/matchIng 

5.  Local  chapters 

6.  National  conferences 

7.  Referrals  to  local  resources 

I.  National  advocacy  efforts 

9.  Fund  research 

10.  Maintain  registry  of  Individu- 
als with  this  condition 

II.  Electronic  bulletin  board  (BBS) 


Acoustic  Neuroma 

See  also:  Balance  Disorders  & 
Dizziness,  Hearing  Impairments, 
Neurofibromatosis,  Vestibular 
Disorders 

Acoustic  Neuroma  Association 

PO  Box  12402 
Atlanta,  GA  30355 
(404)  237-8023 
(404)  237-2704  (fax) 

1.2.3.4.5.6. 10 

Acoustic  Neuroma  Association 
of  Canada 

PO  Box  369 

Edmonton,  AB  CAN  T5J  2J6 
(800)  561  -2622  (V/TTY,  Canada) 
(403)  428-3384  (V/TTY) 
1,2,3,4,5,6,7,8 

Addison  Disease 

See:  Adrenal  Disorders;  Adrenal 
Hyperplasia,  Congenital 

Adrenal  Disorders 

See  also:  Adrenal  Hyperplasia, 
Congenital 

National  Adrenai  Disease 
Foundation 

505  Northern  Blvd 
Great  Neck,  NY  11021 
(516)  487-4992 
1, 2,4,5 

Adrenal  Hyperplasia, 
CongenHal 

See  also:  Growth  Disorders 

Congenital  Adrenai 
Hyperplasia  Support 
Association 

801  County  Rd,  ff3 
Wrenshall,  MN  55797 
(218)  384-3863 

2.4.7.10 


AdrenoleuKodystropfay 

See:  Leukodystrophy 

Adrendeukodystroptiy, 

Heonatal 

See:  Leukodystrophy 

Agenesis  of  the  Corpus 
Callosum 

ACC  Network 

86  N Main  St 
Orono,  ME  04473 
(207)  866-2062 
(207)  581-3119 
(207)  581-3120  (fax) 

1^  RHD351@maine.maine.edu 

1.2.4. 10 

Agyrta 

See:  Lissencephaly 

Aicardi  Syndrome 

Aicardi  Syndrome  Awareness 
and  Support  Group 

29  Delavan  Ave 
Toronto,  ON  CAN  M5P  1T2 
(416)  481-4095 
4 

Aicardi  Syndrome  Newsletter 

51 15  Troy  Urbana  Rd 
Casstown,  OH  4531 2 
(513)  339-6033  (voice/fax) 

1.2.4.6.7.8.10 

AIDS 

CDC  National  AIDS  Hotline 

American  Society  Health  Assn 
PO  Box  13827 

Research  Triangle  Park,  NC  27709 

(800)  342-2437 

(800)  344-7432  (Spanish) 

(800)  243-7889  (TTY) 

2,7 

National  Pediatric  HIV 
Resource  Center 

15  S 9th  St 
Newark,  NJ  07107 
(800)  362-0071 
(201)268-8251 
(201)  485-2752  (fax) 

1, 2,3,4, 6,7, 8,9:  school  nurse 
educational  program 

Alagllle  Syndrome 

See  also:  Liver  Disorders 

Alagille  Syndrome  Alliance 

10630  SW  Garden  Park  PI 
Tigard,  OR  97223 
(503)  639-6217 

1.4,10 


».# 


1 


Albinism  A 
Hypoplgmenlatlon 

See  also:  Visual  Impairments 

National  Organization 
for  Albinism  and 
Hypopigmentation 

1530  Locust  St,  #29 
Philadelphia,  PA  19102 
(800)  473-2310 
1,2,5, 6, 8 

Alexander’s  Disease 

See:  Leukodystrophy 

Allergy 

See:  Asthma  & Allergy 

Alopecia  Areata 

National  Alopecia  Areata 
Foundation 

710CSt,Ste11 
San  Rafael,  CA  94901 
(415)  456-4644 
(41 5)  456-4274  (fax) 

I^l  74301 .1642@o)mpusetve.com 
1,2,3,4,5,6,78,9 

Alstrom  Syndrome 

See  also:  Diabetes  Mellitus, 
Hearing  Impairments,  Visual 
Impairments 

Alstrom  Syndrome  Newsletter 

1006  Howard  Rd 
Warminster,  PA  1 8974 
1,10 

Alternating  Hemiplegia 

See:  Hemiplegia,  Alternating 

Amputation 

See  also:  Limb  Disorders 

American  Amputee  Foundation 

PO  Box  25021 8 
Little  Rock,  AR  72225 
(501)  666-2523 
(501)  666-8367  (fax) 

12.3.5.7 

National  Amputation 
Foundation 

73  Church  St 
Malverne,NY11565 
(516)  887-3600 
(516)  887-3667  (fax) 

1.24.7 

Anderson  Disease 

See:  Glycogen  Storage  Disease 


O 
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Antmfai.Aplaitk; 

Aplastic  Anemia  Foundation 
of  America 

PO  Box  22689 
Baltimore,  MD  21203 
(800)  747-2820 

1.2. 4. 5. 6. 7. 8. 9. 10 

Anemia,  Cooley’S 

See:  Cooley's  Anemia 

Anemia,  Fanconi 

See  also:  Leukemia 

Fanconi  Anemia  Research 
Fund/Support  Group 

1902  Jefferson,  #2 
Eugene,  OR  97405 
(503)  687-4658 
(503)  687-0548  (fax) 

1,2,4,96,8,9 

Anemia,  Hemolytic 

See:  Evans  Syndrome 

Angehnan  Syndrome 

Angelman  Syndrome 
Foundation 

PO  Box  12437 
Gainesville,  FL  32604 
(904)  332-3303 

1.3.4.6.9.10 

Canadian  Angelman  Syndrome 
Society 

PO  Box  37 

Priddis.ABCANTOLIWO 
(403)  931 -241 5 (voice/fax) 

1, 2,4,6, 10;  liaison  with  groups  in 
other  countries 

Aniridia 

See:  Visual  Impairments 

Ankylosing  Spondylitis, 
Juvenile 

See:  Arthritis 

Anophthalmia 

See;  Visual  Impairments 

Anorectal  Maifonnations 

See  also:  Intestinal  Pseudo- 
Obstruction  Syndrome 

Pull-Thru  Network 

1 Circle  Rd 
Darien,  CT  06820 
(203)  655-6288 
(201)891-5932 

1.4.10 

Apert  Syndrome 

fee  also:  Craniofacial  Disorders 

Apert  Syndrome  Pen  Pal 
Network 

PO  Box  115 
Providence,  Ri  02901 
(401)421-9076 
4,7 


Aphasia,  Acquired 

National  Aphasia  Association 
Young  People’s  Network 

PO  Box  1887 
Murray  Hill  Station 
New  York,  NY  101 56-0611 
(800)  922-4622 
1,4,7 

Aplastic  Anemia 

See:  Anemia,  Aplastic 

Apraxia 

See  also:  Language  Disorders, 
Learning  Disabilities 

National  Organization  for 
Apraxia  and  Dyspraxia 

30660  Milky  Wy  Dr,  Ste  1-66 
Temecula,  CA  92592 
(909)  695-9446 

1,2,4,7,10 

Aqueductal  Stenosis 

See;  Hydrocephalus 

Arginase  Deficiency 

See;  Urea  Cycle  Disorders 

Argininosuccinic  Aciduria 

fee;  Urea  Cycle  Disorders 

AmoW-Chlarl  Malformation 

See  also:  Spina  Bifida, 
Syringomyelia 

Amold-Chiari  Family  Network 

c/o  Maureen  & Kevin  Walsh 
67  Spring  St 
Weymouth,  MA  02188 
(617)  337-2368 
2,4 

Arteriovenous 
IWalformatlons  (AVMs) 

See;  Vascular  Malformations 

AfthrWs 

American  Juvenile  Arthritis 
Organization 

1314  Spring  St  NW 
Atlanta,  (3A  30309 
(800)  283-7800 
(404)  872-7100 
(404)  872-0457  (fax) 

^ pharring@arthritis.org 
1,2,3,4,5,6,7,8,9:  partnership 
training  program  for  parents 
and  health  care  providers 

Arthritis  Society 

250  Bloor  St,  Ste  901 
Toronto,  ON  CAN  M4W  3P2 
(800)  361-1112  (Ontario  only) 
(416)967-1414 
(416)967-7171  (fax) 

1.2,3,4,5,8,9 


Arthrogryposis  Multiplex 
Congenita 

See  also:  Growth  Disorders 

AVENUES:  A National  Support 
Group  for  Arthrogryposis 
Multiplex  Congenita 

PO  Box  5192 
Sonora,  CA  95370 
(209)  928-3688 

1.2.4.6.7.10 

CAST:  Canadian 
Arthrogryposis  Support  Team 

365  Fiddler’s  Green  Rd  S 
Ancaster,  ON  CAN  L9G  1X2 
(209)  928-3688 

1.3.4.5.7.10 

Asperger  Syndrome 

See:  Autism 

Asthma  ft  Allergy 

fee  also:  Lung  Diseases 

Allergy/Asthma  Association 

30  Eglinton  Ave  W,  Ste  750 
Mississauga,  ON  CAN  L5R  3E7 
(905)712-2242 
(905)  71 2-2245  (fax) 

1,23,4,5,6,8 

Asthma  and  Allergy 
Foundation  of  America 

112515thStNW,Ste  502 
Washington,  DC  20005 
(800)  727-8462 
(202)  466-7643 
(202)  466-8940  (fax) 

1.5.7.8.9.10 

Ataxia 

National  Ataxia  Foundation 

750  Twelve  Oaks  Ctr 
1 5500  Wayzata  Blvd 
Wayzata,  MN  55391 
(612)  473-7666 
(612)  473-9289  (fax) 

1,4,5,6,7,9 

Ataxia  Telangtectasla 

See  also:Autoi„.mune  Disorders, 
Immune  Disorders 

Ataxia  Telangiectasia 
Children’s  Project 

21646  Cartagena  Dr 
Boca  Raton,  FL  33428 
(407)  483-2661 

1.4.5.6.7.8.9.10 

Atresia 

See;  Microtia 

Atton^  Djsorder 

See  also:  Learning  Disabilities 

Attention  Deficit  Disorder 

AD-IN:  Attention  Deficit 
information  Network 
475  HiilsideAve 
Needham,  MA  02194 
(617)455-9895 
! ?,3, 7;  scholarship  program 
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KtytoSsrvicas 

1.  Periodical/newsletter 

2.  Other  publications 

3.  Videos 

4.  Networking/matching 

5.  Local  chapters 

i.  National  conferences 

7.  Referrals  to  local  resources 

8.  National  advocacy  efforts 

9.  Fund  research 

10.  Maintain  registry  of  individu- 
als with  this  condition 

11.  Electronic  bulletin  board  (BBS) 

CHADD:  Children  and  Adults 
with  Attention  Deficit 
Disorders 

499  NW  70th  Ave,  Ste  109 
Plantation,  FL  33317 
(800)  233-4050 
(305)  587-3700 
(305)  587-4599  (fax) 

1.2, 5.6 

CHADD — Canada 

PO  Box  23007 
Ottawa,  ON  CAN  K2A  4E2 
(613)  231-7646 
(613)  231-7064  (fax) 

1.2.5 

Autism 

See  also:  Language  Disorders 

Autism  Research  institute 

41 82  Adams  Ave 
San  Diego,  CA92116 
(619)  281-7165 

1.2.3.7.10 

Autism  Society  of  America 

791 0 Woodmont  Ave,  Ste  650 
Bethesda,  MD  20814 
(800)  328-8476 
(301)657-0881 
(301)  657-0869  (fax) 

1.2.4.5.6.7.8 

Autism  Society  of  Canada 

129Yorkvil!eAve,  #202 
Toronto,  ON  CAN  M5R1C4 
(416)  922-0302 

1.5.6.7.8 

Center  for  Study  of  Autism 

9725  SW  Beaverton-Hillsdale 
Hwy,  Ste  230 
Beaverton,  OR  97005 
(503)  643-4121 

4.5.6.7.8.9.10 

More  Advanced  Autistic 
People 

PO  Box  524 
Crown  Point,  IN  46307 

1.2.6.8.10 


I 
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Naiional  Autism 
Hotline/Autism  Services  Ctr 

605  Ninth  St 

Prichard  Bldg  PO  Box  507 
Huntington,  VW  25710-0507 
(304)  525-8014 
(304)  525-8026  (fax) 

7.3.4. 7 

Autttm  & Sensory 
jrwp»lniieiits 

See  also:  Hearing  Impairments, 
Language  Disorders,  Visual 
Impairments 

Autism  and  Sensory 
Impairments  Network 

c/o  Dolores  and  Alan  Bartel 
7510  Oceanfront  Ave 
Virginia  Beach,  VA  23451 
(804)  428-9036 

4.6.7.10 

iUitoiliiinuiie  Mtonlers 

See  also:  Immune  Disorders 

American  Autoimmune 
Related  Diseases.  Association 

Michigan  National  Bank  Bldg 
15475  Gratiot  Ave 
Detroit,  Ml  48205 
(800)  598-4668 
(313)371-8600 
(313)371-6002  (fax) 

1,2,5,7,8,9;  physician  seminars, 
public  education 

BabHiM  Disoniors 

ftniTTtaeit 

See  also:  Vestibular  Disorders 

EAR  Foundation 

2000  Church  St,  Box  111 
Nashville,  TN  37236 
(800)  545-4327  (V/TT/) 

(615)  329-7807 

1,2 

^n  Pal  Support  Group  for 
Chronic  Dizziness  & Balance 
Disorders 

307  Second  St 
Elliott,  lA  51532 
(712)  767-2325 

1.4.7 

Batten  Disease 

See  also:  Brain  Diseases, 
Tay-Sachs  Disease 

Batten’s  Disease  Support  and 
Research  Association 

2600  Parsons  Ave 
Columbus,  OH  43207 
(800)  448-4570 
(614)445-4161 

1.3.4.5.6.7.9.10 

BfiBSyndrame 

See:  Opitz  Syndrome 


O 


BeGfcwHIt-HnsdemaiM 

SyndwiBe 

Beckwith-Wiedemann  Support 
Network 

3206  Braeburn  Cir 
Ann  Arbor,  Ml  48108 
(800)  837-2976  (Parents  only) 
(313)973-0263 
(313)973-9721  (fax) 

1.2.4.6.7.10 

Bedwetting 

See:  Incontinence 

Benwnrewent  Support 

Center  for  Loss 
in  Multiple  Birth 

PO  Box  1064  . 

Palmer,  AK  99645-1064 
(907)  746-6123 

1.4.7 

Compassionate  Friends 

PO  Box  3696 

Oak  Brook,  IL  60522-3696 
(708)  990-0010 
(708)  990-0246  (fax) 

12.3.5.6.7 

Pen-Parents 

PO  Box  8738 
Reno,  NV  89507-8738 
(702)  826-7332 

12.4.6.7 

Biliary  Atresia 

See:  Liver  Disorders 

Bietinidase  Deticiawcy 

See:  Neurometabolic  Disorders 

BWinitaifc 

See:  Nevi,  Giant  Congenital: 
Vascular  Malformations 

BiMding  Oispulifs 

See:  Hemophilia 

BtopiUMiQpMiiiosis 

Blepharophimosis,  Ptosis, 
Epicanthus  Inversus  Support 
Group 

c/o  Lynne  Schauble 
SE  820  Meadow  Vale  Dr 
Pullman,  WA  991 63 
(509)  332-6628 

1.2.4.7.10 

BliRdMts 

See:  visual  Impairments 

SyndiMw 

See:  Incontinentia  Pigmenti 

■loodWitidlirtfonii^ 

See:  Hemorrhagic  Telangiectasis, 
Hereditary;  Vascular 
I Malformations 

Mooin  SyntfroiM 

See:  Growth  Disorders 


See:  Cornelia  de  Lange  Syndrome 

Brain  Diseases 

Children's  Brain  Diseases 
Foundation 

350  Parnassus  Ave,  Ste  900 
San  Francisco,  CA  941 1 7 
(415)565-6259 
(415)  863-3452  (fax) 

6,79 

Brain  ln|Mry 

International  Brain  Injury 
Association 

1 776  Massachusetts  Ave  NW, 

Ste  100 

Washington,  DC  20036-1904 
(202)  296-6443 
(202)  296-8850  (fax) 

2.3.5.7.8 

Brrtn  Stem  jBeWerinations 

See:  Amold-Chiari  Malformation, 
Joubert  Syndrome,  Syringomyelia 

Brain  TUmors 

See  also:  Brain  Injury,  Cancer, 
Epilepsy,  Turcot  Syndrome,  Von 
Hippel-Lindau  Syndrome 

American  Brain  Tumor 
Association 

2720  River  Rd,  Ste  146 
Des  Plaines,  IL  6001 8 
(800)  886-2282 
(708)  827-9910 
(708)  827-991 8 (fax) 

1.2.4. 6.9 

Brain  Tumor  Foundation 
of  Canada 

111  Waterloo  St,  Ste  600 
London,  ON  CAN  N6B  2M4 
(519)642-7755 
(519)  642-7192  (fax) 
1,2,4,6,7,8,9,10:  quarterly  “fun" 
days  for  children  and  families 

Brain  Itimor  Society 

60  Birmingham  Pkwy 
Boston,  MA  02135-1116 
(617)783-0340 
(617)  783-9712  (fax) 
1,2,4,6,8,9,10 

Children's  Brain  Tumor 
Foundation 

35  Alpine  Ln 
Chappaqua,  NY  10514 
(914)  238-1656 
(914)  238-6024  (fax) 

1,2,7,89 


24 


National  Brain  Tumor 
Foundation 

c/o  Michael  McKechnie 
785  Market  St,  Ste  1800 
San  Francisco,  CA  94102 
(800)  934-2873 
(415)  284-0208 

(415)  284-0209  (fax) 
tS  sstf39b@prodigy.com 

1.2. 3.4. 6. 7.8.9 

Bums 

Phoenix  Society  for  Bum 
Survivors 

11  Rust  Hill  Rd 
Levittown,  PA  19056 
(800)  886-2876 
(215)  946-2876 
(215)  946-4788  (fax) 

1.2.3.4.5.6.7.8.9 

Cawaww  Dttease 

See:  Leukodystrophy,  Tay-Sachs 
Disease 

Cancer 

See  also:  Brain  Tumors,  Leukemia, 
Polyposis 

American  Cancer  Society 

1599  Clifton  Rd  NE 
Atlanta,  GA  30329-4251 
(800)  227-2345 

1.3.4.5.6.7.8.9 

Candlelighters  Childhood 
Cancer  ^ndatkxi 

791 0 Woodmont  Ave,  Ste  460 
Bethesda,  MD  20814 
(800)  366-2223 
(301)  718-2686  (fax) 

12,5,6,7,8;  advocacy  program  for 
insurance  and  second  opinions 

Candlelighters  Childhood 
Cancer  Foundation— Canada 

10  Alcorn  Ave,  Ste  200 
Toronto,  ON  CAN  M4V  3B1 

(416)  926-1374 
(416)  961-4189  (fax) 

1,2,84,5,6, 7,8;  scholarship  pro- 
gram, financial  assistance  pro- 
gram under  development 

CmoMi  Brain 

See:  Brain  Tumors,  Turcot 
Syndrome 

See:  Turcot  Syndrome 

CMOii|  CnsfralnlNliwB 

See:  Peutz-Jeghers  Syndrome, 
Polyposis 

CinliaMiil  Ptmtiiiiatn 
SyiillM«asa(GBS) 

OdiciMcy 

See:  Urea  Cycle  Disorders 

Cwdtac  MtoiBira 

See:  Heart  Disorders 
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A Circle  of  Help 

The  International  Rett  Syndrome  Association 
gives  parents  a shoulder  to  lean  on 


len  Kathy  Hunter  was  told,  “You  caused  your 
daughter’s  condition,"  she  refused  to  believe  it. 
She  began  a 10-year  search  that  would  lead 


Claudia  W^z  and  IRSA  president  Kathy  Hunter 
oversee  the  IRSA  booth  at  the  World  Congress  on 
Neurology  in  September  1993. 


her  to  a Viennese  doctor  and  an  answer — Rett  syn- 
drome, a genetic  disorder  occurring  only  in  females 
and  causing  mental  retardation,  repetitive  hand  ges- 
tures and  a loss  of  purposefiil  hand  skills. 

Rett  syndrome  had  not  been  widely  recognized  by 
professionals  and  is  still  often  misdi^osed  as 
autism  or  cerebral  palsy.  This  confusion  from  peo- 
ple she  perceived  as  being  able  to  fix  anything  often 
frustrated  Kathy.  “We  needed  to  know  what  was 
going  on,**  she  says. 

In  1983,  an  article  in  the  Annals  of  NeuroU>gy 
brought  Rett  ^ndrome — ^first  identified  in  1966  by 


Dr.  Andreas  Rett— to  the  attention  of  the  American 
medical  community.  Two  years  later,  Stacie  Hunter 
was  diagnosed. 

In  the  spring  of  1985,  Kathy  founded  the 
International  Rett  Syndrome  Association  (IRSA) 
with  16  other  families.  She  wanted  to  make  sure  no 
other  parents  would  be  hurt  by  the  public’s  lack  of 
understanding.  After  10  years  of  public  awareness 
efforts,  IRSA  has  greatly  increased  knowledge  of 
the  syndrome.  More  than  $12  million  has  been 
awarded  to  researchers  in  the  past  decade;  many 
feel  they  are  within  a few  years  of  identifying  the 
syndrome’s  cause  and,  perhs^ps,  an  effective  treat- 
ment 

IRSA’s  m^or  role,  however,  is  as  a support  for 
parents.  “It  is  a powerfid,  comforting  force  to  know 
that  you  can  pick  up  a telephone  and  know  there’s 
someone  on  the  other  end  who  knows  what  you’re 
going  through  when  your  Idd  won’t  sleep  nights,” 
Kathy  said.  Local  groups  provide  contacts  and  emo- 
tional support  for  families.  Seminars  and  meetings 
keep  parents  up-to-date  on  the  latest  in  research 
and  care  for  a child  with  Rett  syndrome.  Benefits 
like  a night  of  “Beer,  Beef  and  Bowling”  help  fund 
the  organization  and  provide  entertainment  for  fam- 
ilies. Professionals  attend  many  of  these  events  with 
parents,  and  often  come  away  imbued  with  the  pas- 
sion parents  feel. 

Kathy  Hunter  is  proud  of  the  organization  that 
started  around  her  kitchen  table.  “It’s  liberating  to 
know  that  you’re  not  alone,”  she  says,  adding  that, 
as  president,  “I  don’t  consider  it  a job;  I consider  it  a 
privilege.” 

Jennifer  M.  rioerber 


Key  to  Services 

1.  Periodical/newsletter 

2.  Other  publications 

3.  Videos 

4.  Networking/matchlng 

9.  local  chapters 

6.  National  conferences 

7.  Referrals  to  local  resources 

8.  National  advocacy  efforts 

9.  Fund  research 

10.  Maintain  registry  of  Individu- 
als with  this  condition 

11.  Electronic  bulletin  board  (BBS) 


Cardlo-Facio-Ciitaneous 

Syndrome 

See  also:  Noonan  Syndrome 

CFG  Support  Network 

157  Alder  Ave 
McKee  City.  NJ  08232 
(609)  646-5606 
14,10 

CarnlUneD^ 

See:  Mdemia,  Organic:  Medium 
Chain  Acyl-CoA  Dehydrogenase 
Deficiency  (MCAD);  Muscular 
Dystrophy 


CamWne 

Palmityltraneferase 

Deflctoncy 

See:  Acidemia,  Organic;  Medium^ 
Chain  AcyhCoA  Dehydrogenase 
Deficiency  (MCAD);  Muscular 
Dystrophy 

CaraUige-Hair  Hypoplasia 

See:  Growth  Disorders. 
Schwachman  Syndrome 

See:  iSrowth  Disorders 
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Ceilac  Pl8M»e 

See  also:  Celiac  Sprue,  Gluten 
Intolerance 

Celiac  Disease  Foundation 

13251  Ventura  Blvd,  #3 
Studio  City,  CA  91604-0265 
(818)  990-2354 
(818)  990-2379  (fax) 

1,2,4,5  7,8,10 

Celiac  Spnw 

See  also:  Celiac  Disease,  Gluten 
Intolerance 

American  Celiac  Society 

58  Musano  Ct 
West  Orange,  NJ  07052 
(201)  325-8837 
iSl  bentleac@umdnj.edu 
1, 4,5,6, 7, 8,9 
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NATIONAL  RESOURCES  FOR  SPECIFIC  DISABILITIES  AND  CONDITIONS 


Celiac  Sprue  Association 

PO  Box  31700 
Omaha,  NE  68131-0700 
(402)  558-0600 
(402)  558-1347  (fax) 

1,2, 3,4, 5,6, 7.9 

Central  Core  Disease 

See:  Muscular  Dystrophy 

Central  Hypoventilation 
Syndrome,  Coimenital 

See  also:  Intestinal  Pseudo- 
Obstruction  Syndrome,  Ventilator 
Use 

Congenital  Central 
Hypoventilation  Syndrome 
Parent  Network 

71  Maple  St 
Oneonta,  NY  13820 

1.4,6,10 

Centronuclear  Myopathy 

See:  Myotubular  Myopathy 

Cerebeliar  Vermis 
Aplasla/Hypoplasla 

See:  Joubert  Syndrome 

Cerebral  Palsy 

United  Cerebral  Palsy 
Associations 

1522KStNW,  #1112 
Washington,  DC  20005 
(800)  872-5827 
(202)  842-1266  (V/TTY) 

(202)  842-3519  (fax) 

^ ucpainc@aol.com 
12,3,5,6,7,8,9:  therapy  pro- 
grams; Information  about  tech- 
nology, recreation,  early  Inter- 
vention and  employment 

Cerebrotendinous 

Xanthomatosis 

See:  Leukodystrophy,  Tay-Sachs 
Disease 

Chanarin-Dorfman 

Syndrome 

See:  Ichthyosis 

Charcot-Marie-Tooth 

Disease 

See  also:  Ataxia,  Muscular 
Dystrophy,  Myelin  Disorders 

Charcot-Marie-Tooth 

Association 

601  Upland  Ave 
Upland,  PA  19015 
(800)  606-2682 
(215)  499-7486 
(215)  499-7429  (fax) 
1,2,3.5,7,9,10,  .mgional  confer- 
ences, physician':  handbook 

Charcot-Marie-Tooth 

International 

1 Springbank  Dr 
St  Catharines,  ON  CAN  L2S  2K1 
(905)  687-3630 
(905)  687-8753  (fax) 

1.2.4.7.10 


O 


CHARGE  Syndrome 

CHARGE  Syndrome  Foundation 

2004  Parkade  Bivd 
Coiumbia,MO  65202-3121 
(800)  442-7604 

tS  mnorbury@bigcat.missouri.edu 

1.2.4.6.7.10 

Chlari  MattonnatkHi 

See:  Arnold-Chiari  Malformation 

CHILD  Syndrome 

See:  Ichthyosis 

Cholesteryi  Ester  Storage 
Disease 

See:  Tay-Sachs  Disease 

Chondrodysplasia  Punctata 

See:  Growth  Disorders,  Ichthyosis 
Chorolderemla 

See:  Macular  Diseases,  Retinitis 
Pigmentosa,  Visual  Impairments 

Chromosome  4p- 

See:  Wolf-Hirschhom  Syndrome 

Chromosome  Sp- 

See:  Cri  Du  Chat  Syndrome 

Chromosome  6 Disorders 

Spotlight  6 

c/o  Valerie  Wiggins 
56  Edmundson  Ln 
Rising  Sun,  MD  21911 

1.4.10 

Chromosome  9 Disorders 

Support  Group  for  9p- 

c/o  Beverly  Udell 
675  N Round  Table  Dr 
Las  Vegas,  NV  89110 
(702)  453-0788 

1.2.3.4.7.10 

Support  Group  for  Monosomy  9p 

43304  Kipton  Nickle  Plate  Rd 
La  Grange,  OH  44050 
(216)  775-4255 
1,4, 10:  bibliography,  Japanese 
and  French  translations 

Trisomy  9 International  Parent 
Support 

Children's  Hospital  of  Michigan 
3901  Beaubien  Blvd 
Detroit,  Ml  48201-2196 
(313)745-4513 
(313)  745-4827  (fax) 

1.4.7.10 

Chromosome  15  Disorders 

IDEA:  Inverted  Duplication 
Exchange  & Advocacy 

c/o  Donna  Bennett 
RD  #1.Box260B 
Thomasville,  PA  1 7364-9768 
(717)  225-5229 
(610)  891-2313 

1.4.10 

Chromosoim  17p- 

See.’  Smith-Meg~^  Syndrome 


Chromosome  18  & 13 
Disorders 

Chromosome  18  Registry  & 
Research  Society 

6302  Fox  Head 

San  Antonio,  TX  78247 

(210)  657  4968  (voice/fax) 

1.4.6. 10 

SOFT:  Support  Organization  for 
Trisomy  18, 13  and  Related 
Disorders 

c/o  Barb  Van  Herreweghe 
2982  S Union  St 
Rochester,  NY  14624 
(716)  594-4621  (voice/fax) 

1.2.4.5.6.7.10 

SOFT— Canada:  Support 
Organization  for  Trisomy  18, 

13  and  Related  Disorders 

760  Brant  St,  Ste  420 
Burlington,  ON  CAN  L7R  4B8 
(800)  668-0898  (Canada  only) 
(905)  632-7755 
(905)  632-5997  (fax) 

1. 2,4,6 10 

Chromosome  22  Dlsordars 

See:  DIGeorge  Syndrome, 
Velo-Cardio-Facial  Syndrome 

Chromosome  45, XO 

See:  Turner  Syndrome 

Chromosome  45  J(0/46,XX 

See:  Turner  Syndrome 

Chromosome  47,XXY 

See:  Klinefelter  Syndrome 

Chromosome  48hXXXY 

See:  Klinefelter  Syndrome 

Chromosome  49  JtXXXY 

See:  Klinefelter  Syndrome 

Chromosome  Deletions 

Chromosome  Deletion 
I Outreach 

Box  280 

Driggs,  ID  83422 
(208)  354-8550 

1,4,  7,10:  also  deals  with  chromo- 
some additions,  inversions  and 
translocations 

Chromosome  irtverslons 

National  Center  on 
Chromosome  Inversions 

1 029  Johnson  St 
Des  Moines,  lA  50315 
(515)  287-6798  (voice/fax) 

4.7.8.10 

Citri^nimia 

See:  Urea  Cycle  Disorders 


Cleft  Palate 

See  also:  Craniofacial  Disorders 

Cleft  Palate  Foundation 

1 21 8 Grandview  Ave 
Pittsburgh,  PA  1 521 1 
(800)  242-5338 
(412)  481-1376 
(412)  481-0847  (fax) 

2.4,6,7,9 

Cockayne  Syndrome 

See  alSQ:  Growth  Disorders, 
Progena,  Xeroderma 
Pigmentosum 

Share  and  Care  Cockayne 
Syndrome  Network 

c/o  Theresa  Wall 
PO  Box  552 
Stanleytown,  VA  241 68 
(703)  629-2369 
(703)  647-3739  (fax) 

1.2,10 

Coffin-Lowry  Syndrome 

Coffin-Lowry  Syndrome 
Foundation 

PO  Box  10003 
Bainbridge  Island,  WA  981 1 0 
(206)842-1523 

1.2,4, 10 

Coffln-Strius  Syndrome 

See:  Coffin-Lowry  Syndrome 

CoHMs 

See:  Crohn's  Disease  & Colitis 

Coioboma 

See:  Visual  lmpairments 

Conradi-HUnennann 

Syndrome 

See:  Growth  Disorders,  Ichthyosis 

Cooley's  Anemia 

Cooley’s  Anemia  Foundation 

12909  26th  Ave 
Flushing,  NY  11 354 
(800)  552-7222 
(718)  321-2873 
(718)  321-3340  (fax) 
1,2,3,4,5,6,7,8,9,10:  financial 
assistance,  fellowships 

Cornelia  de  Lange 
Syndrome 

Cornelia  de  Lange  Syndrome 
Foundation 

60  Dyer  Ave 

Collinsville,  CT  06022-1273 
(800)  223-8355 
(800)  753-2357 
(203)  693-0159 
(203)  693-6819  (fax) 

1,2,3,4,6, 10:  professional  net- 
work 
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SPECIFIC  DISABILITIES 


NATIONAL  RESOURCES  FOR  SPECIFIC  DISABILITIES  AND  CONDITIONS 


CkMput  CalkMHinip 
PltortanMit 

See:  Agenesis  of  the  Corpus 
Callosum 

Cranlocarpotarsal 

Pyrtrophy 

See:  Freeman-Sheldon  Syndrome 

See  also:  Aped  Syndrome,  Cleft 
Palate.  Crouzon's  Disease, 
Freeman-Sheldon  Syndrome. 
Goldenhar  Syndrome. 
Holoprosencephaly.  Microtia, 
Moeblus  Syndrome.  Nager& 

Miller  Syndromes.  Treacher  Collins 
Syndrome 

AboutFace-Canada 

99  Crowns  Ln,  3rd  Floor 
Toronto,  ON  CAN  M5R  3P4 
(800)  665-3223 
(416)  944-3223 
(416)  944-2488  (fax) 

1.2, 3, 4, 5.6, 7:  program  to  teach 
school  children  about  facial  dif- 
ferences, outreach  program  to 
families  with  newborns 

AboutFace-USA 

PO  Box  737 
Warrington,  PA  18976 
(800)  225-3223 
(215)  491-0603  (fax) 

^ AbtFace@aol.com 
1.2.3,4,5.6.7,8:  program  to  teach 
school  children  about  facial  dif- 
ferences 

Children’s  Craniofacial 
Association 

10210  N Central  Expressway 
Ste  230,  LB37 
Dallas.  TX  75231 
(800)  535-3643 
(214)  994-9902 
(214)994-9831  (fax) 

1.2.4.6.7.10 

Craniofacial  Foundation 
of  America 

c/o  Terri  Farmer 
975  E Third  St 
Chattanooga,  TN  37403 
(615)778-9192 

1.2.4.r  7. 10:  financial  assistance 
for  non-medical  expenses 

FACES-Natlonal  Association 
for  the  Craniofaciatty 
Handicapped 

PO  Box  11082 
Chattanooga,  TN  37401 
(800)  332-2373 
(615)  267-3124  (fax) 

1.4.7.8.10 


Forward  Face 

Inst  of  Reconstructive  Plastic  Surgery 
317  34th  St.  9th  FI 
New  York.  NY  10016 
(800)  422-3223 
i (212)263-5205 
I (212)  263-7534  (fax) 

1,3.4, 7\  apartment  In  NYC  for 
I families  of  children  undergoing 

j treatment,  adolescent  support 

! group,  assistance  with  trans- 

i portatlon  costs,  scholarships 

Let’s  Face  It 

PO  Box  711 

Concord,  MA  01742 

(508)  371-3186 

1.4, 7.8;  annual  resource  guide 

National  Foundation  for  Facial 
Reconstruction 

317  E 34th  St,  Rm  901 
NewYork,  NY  10016 
(800)  422-3223 
(212)  263-6656 
(212)  263-7534  (fax) 

I 1.4,6.7.8.9,10 

Crantosynostosit 

See:  Craniofacial  Disorders 

W Pu  Chat  Syndrome 

5p*Soclety 

11609  Oakmunt 
Overland  Park,  KS  66210 
(913)  469-8900 

1.2,4,6,7.8,9.10 

Groiw*a  Pfaia af  * CoWtts 

CCFA:  Crohn’s  & Colitis 
Foundation  of  America 

386  Park  Ave  S,  17th  Floor 
NewYork,  NY  10016-8804 
(800)932-2423 
^ (212)685-3440 
I (212)  779-4098  (fax) 
j 1. 5.7.9 

I Pediatric  Crohn’s  & Colitis 
Association 

Box  1 88 

Newton,  MA  02168 
(617)  290-0902 

1.2.4.7 

CnNsm’iPlm 

See  also:  Craniofacial  Disorders. 
Hearing  Impairments 

\ Crouzon’s/Menlere’s  Parent 
! Support  Network 

I c/o  Kathleen  Handsaker 
PO  60x  12791 
Prescott.  AZ  86304-2791 
(602)  445  1743 

(After  March  l,  1995, 602  area  code 
changes  to  520) 

4.7 

C^iiqSyii^^ 

See:  Adrenal  Disorders:  Adrenal 
Hyperplasia,  Congenital 


CycWcVomittagSyndwwiw 

Cyclic  Vomiting  Syndrome 
Association 

1 31 80  Caroline  Ct 
Elm  Grove,  Wl  53122 
(414)  784-6842 
(414)  821-5494  (fax) 

Kadams@post.its.mcw.edu 

1.2.3.4.5.6.7.9.10 

Cytflc  Fibrosis 

Canadian  Cystic  Fibrosis 
Foundation 

2221  Yonge  St,  Ste  601 
Toronto,  ON  CAN  M4S  2B4 
(800)  378-2233  (Canada  only) 
(416)  485-9149 
(416)  485-0960  (fax) 

1.2.3.5.6.7.8.9.10 

Cystic  Fibrosis  Foundation 

6931  Arlington  Rd 
Bethesda,  MD  20814 
(800)  344-4823 
(301)951-4422 
(301)  951-6378  (fax) 

1.2.3.5.6.7.8.9.10 

CysBnosIs 

See  also:  Kidney  Disorders 

Cystinosis  Foundation 

1 21 2 Broadway,  Ste  830 
Oakland,  CA  94612 
(800)  392-8458 

1.4.6.7.8.9.10 

CysBimHs 

See  also:  Kidney  Disorders 

Cystinuria  Support  Network 

22814  NE  21st  PI 
Redmond,  WA  98053 
(206)  868-2996 

75512.3161@compuserve.com 
i 1.4.10 

Cytomogalovlnis  (CMV), 
Congenital 

National  CMV  Registry 

c/o  Gail  Demmler,  MD 
Texas  Children’s  Hospital 
Clinical  Care  Center,  Ste  1150 
6621  Fannin  St,  MC  3-2371 
Houston.  TX  77030-2399 
(713)  770-4330 
(713)  770-4347  (fax) 

1.4.7 

Parter  Pisease 

See:  Ichthyosis 

Ptaf^Blltid 

See  also:  Hearing  Impairments, 
Visual  Impairments 

American  Association  of  the 
Deaf-Blind 

81 4 Thayer  Ave,  Ste  302 
Silver  Spring,  MD  20910 
(301)  588-6545  (TTY  only) 

(301)  588*8705  (fax) 


Key  to  Services 

1.  Periodical/newsletter 

2.  Other  publications 

3.  Videos 

4.  Netv/orklng/matching 

5.  Local  chapters 

6.  National  conferences 

7.  Referrals  to  tocal  resources 

8.  National  advocacy  efforts 

9.  Fund  research 

10.  Maintain  registry  of  Individu- 
als with  this  condition 

11.  Electronic  bulletin  board  (BBS) 

DB-LINK:  National  Information 
Clearinghouse  on  Children 
Who  are  Deaf-Blind 

3^5  N Monmouth  Ave 
Monmouth,  OR  97361 
(800)  438-9376 
(800)  854-701 3 fTTY) 

^ LeslieG@fsa.wosc.osshe.edu 

1. 4.7.8 

National  Family  Association 
for  the  Deaf-Blind 

111  Middle  NeckRd 
Sands  Point,  NY  11 050 
(800)255-0411  (V/TTY) 

(516)  944-8900  (voice) 

(516)  944-8637  (TTY) 

1.4.5.7.8 

Paaliw 

See:  Hearing  Impairments 

Onbrancbar  Emyme 
Ptflctency 

See:  Muscular  Dystrophy 

Dfljarlne  Sottat  DteMse 

See:  Muscular  Dystrophy 

Dermatttl»  Herpetfformte 

See:  Celiac  Disease,  Celiac  Spruj, 
Gluten  Intolerance 

BwmatomyoiHto 

See:  Arthritis.  Muscular  Dystrophy. 
Myositis 

Dtabitw  liflpMus 

Diabetes  Insipidus  and 
Related  Disorders  Network 

c/o  Beth  Perry 
Rt  2,  Box  198 
Creston.lA  50801 
(515)  782-7838 
1.4 

Plab^  NMIKui 

American  Diabetes 
Association 

National  Service  Ctr 
1660  Duke  St 
Alexandria.  VA  2231 4 
(800)  232-3472 
(703)  549-1500 
(703)  683-2890  (fax) 

1.2.3.5.6,7.9,10 
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Canadian  Diabetes  Association 

15TorontoSt,  Ste  1001 
Toronto.  ON  CAN  M5C  2E3 
(416)  363-3373 
(416)  363-3393  (fax) 

1.5. 8. 9 

Juvenile  Diabetes 
Foundation — Canada 

89  Granton  Dr 

Richmond  Hill,  ON  CAN  L4B  2N5 
(800)  668-0274  (Canada  only) 
(905)  889-4171 
(905)  889-4209  (fax) 

13.5.6.8.9 

Juvenile  Diabetes  Foundation 
International 

432  Park  AveS,  16th  FI 
New  York.  NY  10016 
(800)  533-2873 
(212)  889-7575 
(212)  532-8791  (fax) 
jBROCH@jdf.usa.com 

1.2.5. 9 

DIGaoffle  Syndrome 

See  also:  Immune  Disorders, 
Velo-Cardio-Facial  Syndrome 

information  and  Support  for 
DiGeorge  and  Shprintzen 
Syndrome  Families 

c/o  Natalie  Ward 
27859  Lassen  St 
Castaic,  CA  91384 
(805)  294-3623 

1.4.7.10 

PlgesUva  Disorders 

See:  Celiac  Disease,  Celiac  Sprue, 
Crohn*s  Disease  & Colitis,  Gluten 
intolerance,  Ostomy 

Pimorsler  Syndrome 

See:  Growth  Disorders 

Down  Syndrome 

Association  for  Children  with 
Down  Syndrome 

2616  Martin  Ave 
Bellmore.  NY  11710 
(516)  221-4700 
(516)221-4311  (fax) 

1,2,3, 7, 9 

Canadian  Down  Syndrome 
Society 

12837  76th  Ave,  Ste  206 
Surrey,  BC  CAN  V3W2V3 
(604)  599-6009 
(604)  599-6165  (fax) 

1, 2,3,4, 5, 6 J 

international  Foundation  for 
Genetic  Research 

400  Penn  Center  Blvd,  Ste  721 
Pittsburgh.  PA  15235 
(412)  823-6380 
(412)  829-7304  (fax) 

1,8,9;  anti-at)ortion  advocacy 


O 


National  Down  Syndrome 
Congress 

1605  Chantilly  Dr,  Ste  250 
Atlanta.  GA  30324 
(80C)  232-6372 
(404)  633-1555 
(404)  633-291 7 (fax) 

1.4.6.7.8.10 

National  Down  Syndrome 
Society 

666  Broadway,  8th  FI 
New  York.  NY  10012-2317 
(800)  221-4602 
(212)  460-9330 
(212)  979-2873(fax) 

1.2.3.5.6.7.8.9.10 

Pubowite  Syndrome 

See:  Growth  Disorders 

Dwarfism 

See  also:  Growth  Disorders,  Short 
Stature 

Billy  Barty  Foundation 

929  W Olive  Ave,  Ste  C 
Burbank,  CA  91506 
(818)953-5410 
(818)  953-7129  (fax) 

1,2,3,7,8;  emergency  financial 
assistance,  scholarships 

Dysautonomia,  Familial 

Dysautonomia  Foundation 

20  E 46th  St.  Rm  302 
New  York,  NY  10017 
(212)  949-6644 
(212)  682-7625  (fax) 

1,2.5,6,10;  treatment  center 

Dyslexia 

See  also:  Attention  Deficit 
Disorder,  Language  Disorders, 
Learning  Disabiiities 

Dyslexia  Research  institute 

4745  Centerville  Rd 
Tallahassee,  FL  32308 
(904)  893-2216 
(904)  893-2440  (fax) 

1.2,7,8 

Orton  Dyslexia  Society 

Chester  Bldg,  Ste  382 
8600  La  Salle  Rd 
Baltimore,  MD  21286-2044 
(800)  222-3123 
(410)  296-0232 
(410)  321 -5069  (fax) 

12,5,6,7,9 

Dyspraxia 

See:  Apraxia 


Dystonia 

Dystonia  Medical  Research 
Foundation 

One  E Wacker  Dr,  Ste  2900 
Chicago.  IL  60601-2001 
(312)  755-0198 

(312)  321-5710  (fax) 
dystfdtn@aol.com 

1,2,3,5,6,9;  Vperation 
Friendship”  program  for  young 
people  with  dystonia 

Dystrophic  Epidermolysis 
Bullosa 

DEBRA:  Dystrophic 
Epidermolysis  Bullosa 
Research  Association 

40  Rector  St 
New  York,  NY  10006 
(212)  693-6610 

1.2.3.4.5.6.7.8.9.10 

Ear  Anomalies 

See:  Craniofacial  Disorders, 
Microtia 

Ectodermal  Dysplasia 

National  Foundation  for 
Ectodermal  Dysplasias 

219  E Main,  PO  Box  114 
Mascoutah,  IL  62258-0114 
(618)  566-2020 
(618)  566-4718  (fax) 

1.2.3.4.5.6.7.8.9.10 

Ehlers«Danlos  Syndrome 

Ehlers-Danlos  National 
Foundation 

PO  Box  1212 
Southgate,  Ml  48195 

(313)  282-0180 
(313)  282-2793  (fax) 

1.2.3.4.5.6.7.9.10 

Encephalitis^  Chronic  with 
Seizures 

See:  Rasmussen  Syndrome 

Epicanthus  Inversus 

See:  Biepharophimosis 

Epidermolysis  Bullosa 

See:  Dystrophic  Epidermolysis 
Bullosa 

Epidormolytlc 

Hyperkeratosis 

See:  ichthyosis 

Eplle^y 

See  also:  Seizure  Disorders 

American  Epilepsy  Society 

638  Prospect  Ave 
Hartford.  CT  06105-4298 
(203)  586-7505 
(203)  586-7550  (fax) 

1.2 
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Epilepsy  Canada 

1470  Peel  St,  Ste  745 
Montreal,  PQ  CAN  H3A 1T1 
(514)  845-7855 
(514)  845-7866  (fax) 

1.57,9 

Epilepsy  Foundation 
of  America 

4351  Garden  City  Dr 
Landover,  MD  20785-2267 
(800)  332-1000 
(800)  332-2070  (TTY) 
(301)459-3700 
(301)  577-4941  (fax) 

1,4,5, 6,7,8, 9;  employment  ser- 
vices, library 

Erythrokeratodermtes 

See:  ichthyosis 

Esophageal  Atresia 

See:  VATER  Association 

Essentiai  Itemor 

See:  Tremor 

Evans  Syndrome 

See  also:  Autoimmune  Disorders 

Evans  Syndrome  Support  and 
Research  Group 

c/o  Lou  Addington 
5630  Devon  St 
Port  Orange,  FL  32127 
(904)  760-3031 
(904)  760-5583  (fax) 

4.5.7.10 

Extracorporeal  Membrane 
Oxygenation 

ECMO  Moms  and  Dads 
International  Parent  Support 

PO  Box  53848 
Lubbock.  TX  79453 
(806)  794-0259 

1.2.4.5.6.7.10 

Fabry  Disease 

See:  Tay-Sachs  Disease 

Facial  Disfigurement 

See:  Craniofacial  Disorders 

Facio-'Scapulo-Humerai 
Muscular  Dystrophy 

See  also:  Muscular  Dystrophy 

Faclo-Scapulo-Humeral 

Society 

3 Westwood  Rd 
Lexington,  MA  02173 
(617)  860-0501 

1,4,5,67,8,9 

Fanconl  Anmla 

See:  Anemia,  Fanconl 
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Fatal  Alcohol 
SynJfonio/Effact 

Family  Empowennent 
Network:  Support  for  Families 
Affected  by  FAS/FAE 

610  Langdon  St,  Rm  521 
Madison,  Wl  53703 
(800)  462-5254 
(608)  262-6590 
(608)  265-2329  (fax) 

1,2,4, 6, 7;  lending  library 

Fetal  Alcohol  Education 
Program 

7 Kent  St 

Brookline,  MA  021 46 

(617)739-1424 

(617)566-4019 

2.7 

FCtal  Alcohol  Network 

158  Rosemont  Ave 
Coatesville,  PA  19320-3727 
iS  72157.564@compuserve.com 

1.4.6.7 

National  Organization  on  Fetal 
Alcohol  Syndrome 

1815HStNW,Ste  710 
Washington,  DC  20006 
(202)  785-4585 
(202)  466-6456  (fax) 

1. 2.3.6. 7 

The  Fetal  Alcohol  Syndrome 
Family  Resource  Institute 

PO  Box  2525 
Lynnwood,  WA  98036 
(206)  778-4048 
1,2,4,7,8, 10;  crisis-intervention 
line,  teen  prevention  program 
for  high  schools 

FHirodyspUsis  Ossificans 
Progwialw 

International  Fibrodysplasis 
Ossificans  Progressiva 
Association 

91  ON  Jericho  Dr 
Casseiberry,  FL  32707 
(407)  365-4194  (voice/fax) 

12,3,4,6,9, 10 

FUwamyaHila 

See:  Arthritis 

FUnitaf  Hamlinelta 

See:  Limb  Disorders 

Fortwa  Mtaata 

See:  Qycogen  Storage  Disease 

Frag^  X 

See  also:  Attention  Deficit 
Disorder,  Autism,  Learning 
Disabilities 

FraXa  Research  Foundation 

PO  Box  935 

West  Newbury,  MA  01985 
(508)  462-1990 
A fraxa@destek.net 
1.2A5, 6.9.10 


National  Fragile  X Foundation 

1441  YorkSt,Ste  215 
Denver,  CO  80206 

(800)  688-8765 
(303)  333-6155 
(303)  333-4369  (fax) 

1.2.3.4.7.10 

Froemait-SlMldon 

Syndrom# 

See  also:  Craniofacial  Disorders 

Freeman-Sheidon  Parent 
Support  Group 

509  E Northmont  VVy 
Salt  Lake  City,  UT  84103 

(801)  364-7060 

1.2.4.7.10 

Friedreich^  Ataxia 

Sae:  Muscular  Dystrophy 

Fucosidosia 

See:  Tay’Sachs  Disease 

G Syndrome 

See:  Opitz  Syndrome 

Galactosemia 

See  also:  Neurometabolic 
Disorders 

Parents  of  Galactosemlc 
Children 

2871  Stagecoach  Dr 
Valley  Springs,  CA  95252 
(209)  772-2449  (voice/fax) 

1.4.5.6.9.10 

Gaucher  Mseaie 

See  also:  Tay-Sachs  Disease 

National  Gaucher  Foundation 

1 11140  Rockville  Pike,  Ste  350 
Rockville.  MD  20852-3106 
(800)  925-8885 
(301)816-1515 
(301)  816-1516  (fax) 

12.5.6.7.9 

Giroux-Barbeau  Syndrome 

See.’  Ichthyosis 

Glaucoma 

Glaucoma  Research 
Foundation 

490  Post  St,  Ste  830 
San  Francisco,  CA  94102 
(800)  826-6693 
(415)986-3162 
(415)  986-3763  (fax) 

1.2.4.7.9 

Ghitoricac^^ 

See:  Acidemia,  Organic 

Gh^intotoi^^ 

See  also:  Celiac  Disease, 

Celiac  Sprue 

Gluten  Intolerance  Groups  of 
North  America 

PO  Box  23053 
Seattle.  WA  981 02-0353 
(206)  325-6980 
(206)  850-2394  (fax) 

1.2.3.4.6.7.8.9.10 


Glycoiym  Storage 

See  also:  Hypoglycemia 

Association  for  Glycogen 
Storage  Disease 

PO  Box  896 

Durant,  lA  52747 

(319)  785-6038  (voice/fax) 

1.6.9.10 

Glycoaphlngoiipidosee 

See  also:  Tay-Sachs  Disease 

GoWenhar  Syndrome 

See  aiso:  Craniofacial  Disorders 

Goldenhar  Syndrome  Research 
& Information  Fund 

8829  Gleneagles  Ln 
Darien,  IL  60561 
(708)  910-3939 
(708)  910-4065  (fax)' 

4.7.9.10 

Granulomatous  Disease, 
Chronic 

See  also:  Autoimmune  Disorders, 
Wegener  Granulomatosis 

Chronic  Granulomatous 
Disease  Association 

c/o  Mary  Hurley 
2616  Monterey  Rd 
San  Marino,  CA  91108 
(818)  441-4118 

1.4.7.9.10 

Graves  Disease 

See  also:  Thyroid  Disorders 

National  Graves  Disease 
Foundation 

320  Arlington  Rd 
Jacksonville,  FL  32211 
(904)  724-0770  (voice/fax) 

1,2,3,4,5,6,7 

Greup  B Strep 

Canadian  Group  B Strep 
Association 

c/o  Donna  Vlicny 
343  Watson  Ave 
Windsor.  ON  CAN  N8S  3S3 
(519)  948-6324 
4.7;  information  packets  for 
health  care  professionals 

Group  B Strep  Association 

PO  Box  16515 
Chapel  Hill.NC  27516 
(919)  932-5344  (voice/fax) 

1.2.4.6.7.6.10 

Growth  Disorders 

See  also:  Dwarfism.  Short  Stature 

Human  Growth  Foundation 

7777  Leesburg  Pike 
Falls  Church.  VA  22043 
(800)  451-6434 
(703)  883-1773 
(703)  883-1776  (fax) 

1.2.3.4.5.6.7.9.10 
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Key  to  Services 

1.  Periodical/newsletter 

2.  Other  publications 

3.  Videos 

4.  Networking/matching 

9.  Local  chapters 

e.  National  conferences 

7.  Referrals  to  local  resources 

8.  National  ad'^ocacy  efforts 

9.  Fund  research 

10.  Maintain  registry  of  individu- 
als with  this  condition 

11.  Electronic  bulletin  board  (BBS) 

Little  People’s  Research  Fund 

80  Sister  Pierre  Dr 
Towson.MD  21204 
(800)  232-5773 
(410)  494-0055 
(410)  494-0060  (fax) 

1.3.4.5.7.9.10 

MAGIC  Foundation  for 
Children’s  Growth 

1327  N Harlem  Ave 
Oak  Park.  IL  60302 
(800)  362-4423 
(708)  383  0808 
(708)  383-0899  (fax) 

1.2.3.4.5.6.7.10 

Growth  Hormone  Psficiancy 

See:  Growth  Disorders 

Growth  Retardatton, 
intreutorine 

See:  Growth  Disorders 

Helley-Hailey  Disease 

See:  Ichthyosis 

Hallerman-Stretff  Syndrome 

See:  Craniofacial  Disorders,  Short 
Stature 

HenthShouWer  Syndrome 

See:  Reflex  Sympathetic  Dystrophy 
Syndrome 

Harlequin  ichthyosis 

See:  Ichthyosis 

Headihluries 

National  Head  Injury 
Foundation 

1 776  Massachusetts  Ave  NW, 

Ste  100 

Washington.  DC  20036-1904 
(800)  444-6443  (helpline) 

(202)  296-6443 
(202)  296-8850  (fax) 
1,2,3,5,6,7,6 

Hearing  Impairments 

Alexander  Graham  Belt 
Association  for  the  Deaf 

3417  Volta  PINW 
Washington,  DC  20007-2778 
(202)  337-5220  (V/TTY) 

1.2.3,4,5,6,7,6,9,10 


NATIONAL  RESOURCES  FOR  SPECIflC  DISABILITIES  AND  CONDITIONS 


American  Society  for  Deaf 
Children 

2848  Arden  Wy,Ste  210 
Sacramento.  CA  95825-1 373 
(800)  942-2732  (V/TTY) 

(916)  482-0121  (fax) 

1,4,5,67,8;  Tirst-Year-Freo'' 
Program  for  families  of  newly 
diagnosed  children 

Auditory-Verbal  International 

2121  Eisenhower,  Ste  402 
Alexandria,  VA  2231 4 
(703)  739-1049 
(703)  739-0874  (HY) 

(703)  739-0395  (fax) 

1.4,6 

Better  Hearing  Institute 

PO  Box  1840 
Washington.  DC  20013 
(800)  327-9355  (V/TTY) 

(703)  750-9302  (fax) 

1.2,37 

Canadian  Hard  of  Hearing 
Association 

2435  Holly  Ln,  Ste  205 
Ottawa,  ON  CAN  K1V  7P2 
(800)  263-8068  (Canada  only) 
(613)526-1584 
(613)  526-2692  (TTY) 

(613)  526-471 8 (fax) 

1,5, 6,7, 8:  publications  in  French 
and  English 

Canadian  Hearing  Society 

271  Spadina  Rd 
Toronto.  ON  CAN  M5R  2V3 
(416)964-9595 
(416)  964-0023  (IIY) 

(416)  964-2066  (fax) 

^ chs-ho@chs.onramp.ca 

1.2.3.5.67.8 

Cochlear  Implant  Club 
International 

PO  Box  464 
Buffalo,  NY  14223 
(716)  838-4662  (V/TTY) 

& 76207.3114@compuserve.com 

1.4.5.6.7.8 

HEAR  Now 

9745  E Hampden  Ave,  Ste  300 
Denver,  CO  80231-4923 
(800)  648-4327  (V/TTY) 

(303)  695-7797  (V/TTY) 

(303)  695-7789  (fax) 

1,9;  financial  assistance  for  hear- 
ing aids  and  cxhiear  implants 

John  IVacy  Clinic 

806  W Adams  Blvd 
Los  Angeles,  CA  90007 
(800)  522-4582  (V/TTY) 
(213)748-5481 
(213)  747-2924  (TTY) 

(213)  749-1651  (fax) 

1,7,8;  free  correspondence 
course  for  pre-schoolers 


National  Association 
of  the  Deaf 

81 4 Thayer  Ave 
Silver  Spring.  MD  20910-4500 
(301)  587-1788 
(301)  587-1789  (TTY) 

(301)  587-1791  (fax) 

1.2.5.67.8 

National  Cued  Speech 
Association 

PO  Box  31345 
Raleigh,  NC  27622 
(919)  828-1218  (V/TTY) 

(919)  828-1862  (fax) 
iS  ncsa@aol.com 
1,2,3,4,5,6,7,8.10,11 

NIDCD  Hereditary  Hearing 
impairment  Resource  Registry 

Boys  Town  National  Research 
Hospital 
55  N 30th  St 
Omaha,  NE  68131 
(800)  320-1171  (V/TTY) 

(402)  498-6331  (fax) 

^ deaf@boystown.org  • 
1.2,7,10 

Self-Help  for  Hard  of  Hearing 
People 

7910  Woodmont  Ave,  Ste  1200 
Bethesda,  MD  20814 
(301)  657-2248 
(301)  657-2249  (TTY) 

(301)  913-9413  (fax) 

14.5.6.7.8 

Signing  Exact  English  (SEE) 
Center  for  the  Advancement 
of  Deaf  Children 

PO  Box  1181 

Los  Alamitos,  CA  90720 

(310)  430-1467  (V/TTY) 

(310)  795-6614  (fax) 

3,7,9 

Telecommunications  for  the 
Deaf,  Inc 

8719Colesville  Rd.  Ste  300 
Silver  Spring,  MD  20910 
(301)589-3786 
(301)  589-3006  (TTY) 

(301)  589-3797  (fax) 

^ zztdias@gallua.gallaudet.edu 
1,2,3,6.78 


Heart  Disorders 

American  Heart  Association 

7272  Greenville  Ave 
Dallas.  TX  75231 -4596 
(800)  242-8721 
(214)  373-6300 
(214)  369-3685  (fax) 

1.2,37,8,9 

CHASER:  Congenital  Heart 
Anomalles--Support, 
Education  & Resources 

2112  N Wilkins  Rd 
Swanton,  OH  43558 
(419)  825-5575 
(419)  825-2880  (fax) 

^ 75050.2742@compuserve.com 

1.4.7.8.10 

Hemangioma 

See  alsoJ^ Vascular  Malformations 

Hemangioma  Hope 

c/o  Cindy  Dougan 
8400  Rohl  Rd 
North  East,  PA  16428 
(814)  898-1054 

1.2.3.4.6.10 

Hemidyspiasla,  Unilateral 

See:  Ichthyosis 

Hemifacial  Microsomia 

See:  Goldenhar  Syndrome 

Homlhypertrophy 

See:  Beckwith-Wiedemann 
Syndrome 

Hemipiegia^  Alternating 

See  also:  Epilepsy,  Seizure 
Disorders 

International  Foundation  for 
Alternating  Hemiplegia  of 
Children 

29  Leonard  Rd 
Melrose,  MA  021 76 
(617)665-8906 

4.9.10 

Hemoiytic  Anemia 

See:  Evans  Syndrome 

Hemophiite 

Canadian  Hemophilia  Society 

1450  City  Councillors,  Ste  840 
Montreal.  PQ  CAN  H3A  2E6 


TRIPOD  Grapevine 

2901  N Keystone  St 
Burbank,  CA  91504 
(800)  352-8888  (V/TTY) 

(800)  287-4763  (V/TTY,  CA  only) 
3.4.7 

VOICE  for  Hearing-Impaired 
Children 

1 24  Eglinton  Ave  W.  Ste  420 
Toronto,  ON  CAN  M4R  2G8 
(416)  487-7719  (V/TTY) 

(410)  487-7423  (fax) 

1,4,57.8 


(800)  668-2636  (Canada  only) 
(514)  848-0503,  ext  24 
(514)  848-9661  (fax) 
1,2,3,4,5,67.8,9 

National  Hemophilia 
Foundation 

1 1 0 Greene  St,  Rm  303 
New  York.  NY  10012 
(212)219-8180 
(212)  966-9247  (fax) 
1.2.3,4,5,6,7,8,9.10 


Hemorrhagic 

Telangtectaels,  Hereditary 

See  also:  Anemia,  Aplastic; 
Vascular  Malformations 


HHT  Foundation  Internationa^ 

PO  Box  8087 

New  Haven,  CT  06530 

(800)  448-6389  (US  only) 

(313)  561-2537  (US) 

(313)  561-4585  (US,  fax) 

(604)  596-3418  (Canada) 

(604)  596-0138  (Canada,  fax) 

1, 2,4,6, 10;  pen-pal  group 

Hormansky-Pudlak 

Syndrome 

See  also:  Albinism  & 
Hypopigmentation,  Visual 
Impairments 

Hermansky-Pudlak  Syndrome 
Network 

39  Riveria  Ct 

Malverne,  NY  11565-1602 
(800)  789-9477 
(516)  599-2077 
2,4,8,9,10 

Hers  Disease 

See:  Glycogen  Storage  Disease 


Hirschsprung  Disease 

See:  Intestinal  Pseudo-Obstruction 
Syndrome 


Histiocytosis 

See  also:  Diabetes  Insipidus, 
Growth  Disorders 


Histiocytosis  Association  of 
America 

609  New  York  Rd 
Glassboro,  NJ  08028 
(800)  548-2758 
(609)  589-6614  (fax) 

1,2,47,9, 10;  financial  support 

Hdoprosencephaiy 

See  also:  Craniofacial  Disorders 

Holoprosencephaly— Fighters 
of  Defects  Support  Group 

3032  Brereton  St 
Pittsburgh,  PA  15219 
(412)  687-6437 
5,7,10 

Human  Immunodeficiency 
Virus  (HIV) 

See:  AIDS 


Hun^Syi^^^ 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 

Hufter  Syndrome 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 


Hurler-Scheie  Syndrome 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 
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Is  This  Going  to  be  Sad? 

A 'Wolf-Hirschhom  family  rmrdm”  is  a time  to  share  tears  and  laughter 


When  Craig  Richardson  was  diagnosed  with 
Wolf-Hirschhom  syndrome,  a rare  chro- 
mosomal disorder  also  known  as  4p-,  liis 
parents,  Torn  and  Becky,  were  told  he  would 
not  live  long  and  would  never  do  the  same 
things  as  other  children.  Although  the  syn- 
drome was  extremely  rare,  Becky  believed 
there  had  to  be  other  families  out  there.  Ten 
years  ago,  when  Craig  was  three  years  old, 

Becky  sent  a Search  letter  to  Exceptional 
Parent,  Over  the  next  six  months,  she  received 
eight  responses.  Those  letters  marked  the  start 
of  the  Wolf-Hirschhom  Parent  Network. 

Connections  and  hope 

Because  so  little  was  known  about  the  syn- 
drome, Becky’s  first  initiative  was  to  set  up  an 
information  exchange.  Parents  were  asked  to 
submit  a biogn^)hy  of  their  child  in  exchange 
for  receiving  biogr£qphies  of  other  children. 

Sometimes  these  histories  proved  medicafiy 
valuable  as  the  experiences  of  others  alerted 
“newer”  parents  that  their  children  were  at  risk  of 
developing  seizure  disorders,  curvature  of  the  spine 
and  eye  disease. 

The  biographies  also  provided  feelings  of  connec- 
tion and  hope.  Parents  discovered  that  otlier  chil- 
dren with  the  syndrome  also  love  mirrors,  balloons, 
music  and  motion.  They  learned  that  some  do  learn 
to  walk,  some  can  be  toilet  trained  and  even  those 
with  the  most  limited  skills  respond  to  love,  erfioy 
rough-housing  and  unfailingly  ^ve  the  gift  of  a smile. 

The  group’s  first  “get-together,”  held  in  Iowa  in 
1992,  was  attended  by  25  families — mostly  mothers 
and  children.  It  was  such  a rewarding  experience, 
they  went  home  to  encourage  their  husbands  and 
other  relatives  to  attend  the  next  “Reunion.” 

Is  this  going  to  bo  sod? 

But  Christopher’s  father  wasn’t  sure  he  really  want- 
ed to  spend  time  with  other  families  affected  by  his 
son’s  syndrome.  “Is  this  going  to  be  sad?”  he  asked 
upon  arrival  at  the  group’s  second  Reunion. 

Sara  Wood,  one  of  the  event  organizers,  Hung 
open  the  door  to  her  family’s  hotel  room.  Inside 
were  various  members  of  four  families — children 
with  the  syndrome,  parents,  siblings  and  a grand- 
mother. The  sounds  of  laughing,  non-stop  talking 
and  children  playing  could  be  heard.  Scattered 


It  wasn^  sad:  Enjoying  an  impromptu  get-together  at  the 
second  Wo^f-Hirschhom  reunion  are  (from  left)  Stephanie 
Higgins,  Wanda  HiU,  Christopher  Hilly  Craig  Richardson 
(partially  hidden),  AJ,  Grimmett,  Christine  Gold,  Justin 
Fiirr,  Kelly  Gold  and  Brian  Jungen, 

about  were  suitcases,  wheelchairs,  photo  albums 
and  toys.  “Does  this  look  sad?”  Sara  asked. 

The  event,  held  in  Asheville,  North  Carolina,  drew 
families  from  as  far  away  as  California,  Canada  and 
Germany.  Michelle,  23,  was  the  oldest  person  with 
the  syndrome  at  the  reunion — she  had  been  diag- 
nosed only  in  the  past  year.  Anthonj',  the  youngest 
child,  was  21  months  old.  Also  attending  were  one 
foster  family,  two  adoptive  families  and  one  family 
whose  infant  with  the  syndrome  had  died. 

What  a support  to  bo  with  others... 

The  event  gave  families  a chance  to  ask  questions 
and  share  experiences.  One  mother  probably 
summed  up  the  experiences  of  many — “After  I was 
here  a little  while,  I just  started  crying. . . I can’t  tell 
you  how  happy  I am  that  I came— just  to  see  the 
other  children,  to  see  their  ages,  to  meet  their  fami- 
lies. They  feel  like  friends  I have  known  all  my 
life...  What  a support  to  be  with  others  who  also 
£q>preciate  and  love  their  children!” 

And  Christopher’s  father?  He  left  the  reunion  with 
a smile  on  his  face  and  said,  “It  wasn't  sad.” 

— Christine  N,  Kleimola 

Christine  Kleimola  is  the  adoptive  mother  of 
Rachael  Melinda,  5.  Christine  and  Rachael  live  in 
Ypsilanti,  Michigan, 
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Hydrocephalus 

Guardians  of  Hydrocephalus 
Research  Foundation 

2618AveZ 
Brooklyn,  NY  11235 
(718)  743-4473 
(718)743-1171  (fax) 

(800)  458-8655 

1,3,47,9 

Hydrocephalus  Association 

870  Market  St,  Ste  955 
San  Francisco,  CA  94102 
(415)776-4713 

1.2,4,67 


National  Hydrocephalus 
Foundation 

22427  S River  Rd 
Joliet,  IL  60436 
(815)467-6548 

1.2.3.4.57.10 

Hyperiexla 

See  also:  Attention  Deficit 
Disorder,  Autism,  Language 
Disorders 

The  American  Hyperiexla 
Association 

479  Spring  Rd 
Elmhurst,  IL  60126 
(708)  530-8551 

1,3,67 

Hyperoxaluria 

See:  Oxalosis  & Hyperoxaluria 

Hyporthyrold  Myopathy 

See:  Muscular  Dystrophy 

HypogammaglolHiIlnemla 

See:  Immune  Disorders 

Hypoglycemia 

See  also:  Diabetes  Mellitus 

National  Hypoglycemia 
Association 

PO  Box  120 
Ridgewood,  NJ  07451 
(201)670-1189 

1.2.4.7.10 


See:  Growth  Disorders 

Hypotonia,  Benign 
toigenHal 

See:  Spinal  Muscular  Atrophy 

FMipisom 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 


O 


Ichthyosis 

FIRST:  Foundation  for 
Ichthyosis  and  Related  Skin 

Tvnpc 

PO  Box  20921 
Raleigh,  NC  27619 
(800)  545-3286 
(919)  782-5728 
(919)  781 -0679  (fax) 

1.2.4.5.6.7.8.10 

llliostomy 

See:  Ostomy 

Illness,  Terminal 

See  also:  Bereavement  Support 

Children’s  Hospice 
International 

700  Princess  St,  Lower  Level 
Alexandria,  VA  2231 4 
(800)  242-4453 
(703)  684-0330 
(703)  684-0226  (fax) 
1,2,3,4,67,8 

Immune  Deficiency 

See:  Immune  Disorders 

Immune  Disorders 

See  also:  Autoimmune  Disorders 

Immune  Deficiency 
Foundation 

25  W Chesapeake  Ave,  Ste  206 
Towson,  MD  21204 
(800)  296-4433 
(410)  321-6647 
(410)  321-9165  (fax) 

1.4.5.6.7.8.9.10 

Imperforate  Anus 

See:  Anorectal  Malformations 

Incontinence 

Help  for  Incontinent  People 

PO  Box  544 
Union,  SC  29379 
(800)  252-3337 
(803)  579-7900 
(803)  579-7902  (fax) 

1.7.8.10 

Simon  Foundation  for 
Continence 

PO  Box  815 
Wilmette,  IL  60091 
(800)  237-4666 
(708)  864-3913 
(708)  864-9758  (fax) 

14,6,7,8,9 

Incontinentia  Pigment! 

IP  Support  Network 

c/o  Colleen  Kidder 
34929  Elm 
Wayne,  Ml  48184 
(313)  729-7912 
1,4 


intestinal  Pseudo- 
Obstruction  Syndrome 

American  Pseudo-Obstruction 
and  Hirschsprung’s  Disease 
Society 

PO  Box  772 
Medford,  MA  02155 
(617)395-4255 
(617)  396-6868  (fax) 

1.2.4.6.7.9.10 

Intrauterine  Growth 
Retardatit^ 

See:  Growl'  Disorders 

Intraventricular 

Hemorrhage 

IVH  Parents 

PO  Box  56-1111 
Miami,  FL  33256-1111 
(305)  232-0381 
(305)  232-9890  (fax) 

& 72167.633@compuserve.com 

1.4.7.8.10 

Jeune  Syndrome 

See:  Growth  Disorders 

Johanson-Blizzard 

Syndrome 

See:  Growth  Disorders, 
Schwachman  Syndrome  ■ 

Joubert  Syndrome 

Joubert  Syndrome  Parents-ln- 
Touch  Network 

12348  Summer  Meadow  Rd 
Rock,  Ml  49880 
(906)  359-4707 
1,3A,6 

Kailman  Syndrome 

See:  Growth  Disorders 

Keratosis  Fbllicularis 
Spinulosa  Decalvans 

See:  Ichthyosis 

KID  Syndrome 

See:  Hearing  Impairments, 
Ichthyosis 

Kidney  Disorders 

See  also:  Cystinosis,  Oxalosis 

American  Kidney  Fund 

6110  Executive  Blvd,  Ste  1010 
Rockville,  MD  20852 
(800)  638-8299 
(301)  881 -0898  (fax) 

1,2, 7,9;  financial  aid  for  treat- 
ment-related expenses 

Kidney  Foundation  of  Canada 

5160  Blvd  Decarie,  Bureau  780 
Montreal,  PQ  CAN  H3X  2H9 
(514)  369-4806 
(514)  369-2472  (fax) 

2,3,4,5,67.9 


National  Kidney  Foundation 

30  E 33rd  St,  11th  FI 
MewYork,  NY  10016 
(800)  622-9010 
(212)  889-2210 
(212)689-9261  (fax) 
1,2,3,5,6,7,8,9;  publications  for 
pediatric  kidney  patients 

Polycystic  Kidney  Research 
Foundation 

922  Walnut  St,  Ste  411 
Kansas  City,  MO  641 06 
(800)  753-2873 
(816)421-1869 
(816)  421-7208  (fax) 

1.2.3.5.6.8.9.10 

Khflln  Syndrome 

See:  Growth  Disorders 

Kllnefetter  Syndrome 

49,  XXXY  Syndrome 
Association 

10001  NE  74th  St 
Vancouver,  WA  98662-3801 
(206)  892-7547 

1.4.10 

Klinefelter  Syndrome  and 
Associates 

PO  Box  119 

Roseville,  CA  95661-0119 

1.4.6.10 

Klinefelter’s  Syndrome 
Association  of  America 

PO  Box  93 
Pine  River,  Wl  54965 

1.2.4.5.10 

SEEKS:  Support  and 
Educational  Exchange  for 
Klinefelter  Syndrome 

1417  25th  Ave  DrW 
Bradenton,  FL  34205-6449 
(813)  750-8044 

1.4.10 

Klippel-lirenaunay 

Syndrome 

See  also:  Nevi,  Giant  Congenital; 
Sturge-Weber Syndrome;  Vascular 
Malformations 

KIlppel-Trenaunay 
Support  Group 

c/o  Judy  Vessey 
4610  Wooddale  Ave 
Edina,  MN  55424 
(612)  925-2596 
: (612)  333-8685  (fax) 

ES  vesse001@staff.tc.umn.edu 

1.2,6 

Krabbe  Disease 

See:  Leukodystrophy,  Tay-Sachs 
Disease 

Kugelberg-Wofainder 

p^st 

See:  Spinal  Muscular  Atrophy 
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Hydrocephalus  Support  Group 

PO  Box  4236 

Chesterfield,  MO  63006-4236 

(314)532-8228 

1.2.3,4,67 


Hypoplgmentation 

See:  Albinism  & Hypopigmentation 

HypothyroM  Myopathy 

See;  Muscular  Dystrophy 

HypothyroMIsm,  Conflenltal 
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Lactate  DaiiydratMaM 
DcCictaicy 

See;  Muscular  Dystrophy 

See  also:  Neurometabolic 
Disorders 

Lactic-Acidosis  Support  Group 

PO  Box  480282 
Denver.  CO  80248-0282 
(303)  287-4953 
14, 5 J,  10 

LatidatHQaffnar  Syndrome 

See  also:  Autism,  Epilepsy, 
Language  Disorders 

CANDLE  Support  Group 

4414  McCampbell  Dr 
Montgomery.  AL  36106 
(205)  271 -3947  (voice/fax) 
1,4.5,7,8,10 

Landouzy-Cajerine 

Dystrophy 

See;  Facio-Scapulo-Humeral 
Muscular  Dystrophy 

Langertians  Ceil 
Histiocytosis 

See;  Histiocytosis 

Lsnguape  Disorders 

See  also:  Aphasia,  Acquired: 
Apraxia:  Autism:  Hypedexia: 
Stuttering 

TALK:  Taking  Action  Against 
Language  Disorders  for  Kids 

22980  Donna  Ln 
Bend.  OR  97701 
(503)  389-  0004 
1,2, 4,5,7, 10:  Sibling  support 

Lauronot-Moon-Bardet'- 
BiedI  Syndrome 

See  also:  Kidney  Disorders, 
Retinitis  Pigmented 

Laurence-Moon-Bardet-Biedl 
Syndrome  Network 

18  Strawberry  Hill 
Windsor.  CT  06095 
(203)  688-7880 
1.4 

Laaroiwg  DisablUties 

See  also:  Attention  Deficit 
Disorder,  Dyslexia 

Learning  Disabilities 
Association  of  America 

4156  Library  Rd 
Pittsburgh.  PA  15234 
(412)341-1515 
(412)  344-0224  (fax) 

1.2.3. 5. 6.7. 8 

Learning  Disabilities 
Association  of  Canada 

323  Chapel  St.  Ste  200 
Ottawa.  ONCANK1N7Z2 
(613)  238-5721 
(613)  235-5391  (fax) 

12.3.6.8 


I National  Center  for  Learning 
! Disabilities 

i 381  Park  AveS,  Ste  1420 
' New  York,  NY  1001 6 
i (212)545-7510 
(212)  545-9665  (fax) 
i 1,2,3, 7,8,9:  educational  programs 

! Learning  Disabilities 

i See  also:  Attention  Deficit 
Disorder,  Dyslexia,  Learning 
; Disabilities 

\ Parents  of  Gifted/LD  Children 

• 2420  Eccleston  St 
SilverSpring.MD  20902 
(301)986-1422 

• 1.4 

^^h^Dl^ase 
National  Leigh’s  Disease 
I Foundation 

: 608  Waldron  St.  PO  Box  2222 
i Corinth.  MS  38834 
I (601)287-8069 
(601)  286-2551  (fax) 

. 1,2,4,5,6,7,8,9,10 

; leprosy 

• American  Leprosy  Missions 
i lALMWy 

• Greenville.  SC  29601 
: (800)543-3131 

i (803)271-7040 
' (803)  271-7062  (fax) 

; 1,2,3.4.6,7,9 

j Lesch-Hytian  Disease 

I International  Lesch-Nyhan 
I Disease  Association 
11042  FerndaleSt 
: Philadelphia,  PA  191 16 
: (215)677-4206 
1,4.10 

; l^emia 

‘ Leukemia  Society  of  America 

• 600  Third  Ave,  4th  FI 
! NewYork,  NY  10016 
i (800)954-4572 

I (212)573-8484 
■ (212)  856-9686  (fax) 
i 1.2, 3.5, 6.7, 8.9 

i Laujcodystropiiy 

1 See  also:  Myelin  Disorders, 

' Tay-Sachs  Disease 

I United  Leukodystrophy 
1 Foundation 

, 2304  Highland  Dr 
i Sycamore,  IL  601 78 
i (800)728-5483 
i (815)895-3211 
(815)  895-2432  (fax) 

(815)  895-8633  (BBS,  9600  baud) 
. ulf@ceet.niu,edu 
. 1,2,3,4,6,11 


limb  Dteonisis 

See  also:  Amputation 

Cherub  Association  of  Families 
and  Friends  of  Children  with 
Limb  Disorders 

936  Delaware  Ave 
Buffalo.  NY  14209 
(716)  762-9997 
j 1,4,5, 7, 10:  summer  camp 

; Superkids  Newsletter 

I 60  Clyde  St 
’ Newton.  MA  02160 
j 1.2,4,10 

j Usseflcepbaly 

j Lissencephaly  Network 

j 71 6 Autumn  Ridge  Ln 
I Fort  Wayne.  IN  46804 
! (219)432-4310 
I 1, 2,4,6, 10;  DNA  testing,  toy 
j library 

; Ihrer  Disorders 

j American  Liver  Foundation 

j 1425  Pompton  Ave 
I Cedar  Grove.  NJ  07009 
i (800)223-0179 
• (201)256-2550 
i (201)  256-3214  (fax) 

I 1,2,3,6,7,8,9,10 

\ Canadian  Liver  Foundation 

1320YongeSt.Ste301 
Toronto.  ON  CAN  M4T  1X2 
(800)  563-5483  (Canada  only) 
(416)  964-1953 
(416)  964-0024  (fax) 

I 1,2,3,5,67,8,9 
i Lowe  Syndrome 
i See  also:  Growth  Disorders,  Visual 
j impairments 

Lowe  Syndrome  Association 

! 222  Lincoln  St 
' W Ufayette,  IN  47906 
j (317)  743-3634 
I 1,2,4,6,9,10 

I Lung  Diseases 

j American  Lung  Association 

I 1740  Broadway 
j NewYork. NY  10019 
1 (800)586-4872 
i (212)315-8700 
(212)  265-5642  (fax) 

I 5,6,8,9:  programs  for  schools 

; Canadian  Lung  Association 

i 1900  City  Pk  Dr,  Ste  508 
! Gloucester.  ON  C)AN  K1J  1A3 
! (613)747-6776 
! (613)  747-7430  (fax) 
i 12,3,4,5,6,7, 8,9 


Key  to  Services 

• 1.  Periodlcal/newsietter 

I 2.  Other  publications 

I 3.  Videos 

I 4.  Networking/matching 

I 5.  Local  chapters 

I 6.  National  conferences 

7.  Referrals  to  local  resources 
! 8.  National  advocaev  efforts 


9.  Fund  research 


! 10.  Maintain  registry  of  individu- 

I als  with  this  condition 
11.  Electronic  bulletin  board  (BBS) 


{ Lupus  Erythematosus 

I American  Lupus  Society 

• 260  Maple  Ct.  Ste  123 
! Ventura.  CA  93003 

! (800)  331-1802  (info  line) 

' (805)339-0443 
I 1,2,4,5.6,7,9,10 

I Lupus  Foundation  of  America 

i 4ResearchPl,  Ste  180 
! Rockville.  MD  20850-3226 
j (800)558-0121 
I (800)  558-0231  (Spanish) 

: (301)670-9292 

• (301)  670-9486  (fax) 
i 15,7,8,9 

; SLE  Foundation 

1 1 49  Madison  Ave,  Ste  608 
j NewYork. NY  10016 
(212)  685-4118 
(212)  545-1843  (fax) 

12,5,6,7,9 

I Lyme  Disease 

j Lyme  Disease  Foundation 

! 1 Financial  Plaza.  Gold  Bldg. 

! 18th  FI 

I Hartford.  CT  06103-2610 
i (800)  886-5953  (info  line) 

1 (203)525-2000 
! (203)525-8425 
I 1,2.3,6,8.9.10 

Lymphohlstiocytosis, 
Familial  Eiyttrophagocytic 

See:  Histiocytosis 

Lymphohlstiocytosis, 

ital%mmt 

See:  Cancer,  Histiocytosis 

Macular  Diseases 

j See  also:  Retinitis  Pigmentosa, 

. Stargardt  Disease,  Usher 
] Syndrome,  Visual  impairments 

I Association  for  Macular 
Diseases 

' 21 OE  64th  St 
; NewYork.  NY  10021 

• (212)605-3719 
i 17.8,9 


33 


ERIC 


ma^n  ♦ EXCEPTIONAL  PARENT /JANUARY  1905 


NATIONAL  RESOURCES  FOR  SPECIHC  DISABILITIES  AND  CONBITIONS 


Macular  Degeneration 
Foundation 

PO  Box  686 
Palm  Beach,  FL  33480 
(407)  820-9215 

1.7.10 

Male  Sex  Chromosome 
Dteoniers 

See:  Klinefelter  Syndrome 

WaUgnant  Hyperihennla 

Malignant  Kypertturmia 
Association  of  United  States 

32  S Main  St,  PO  Box  1069 
Sherburne,  NY  13460 
(800)  986-4287 
(607)  674-7901 
(800)  674-7910  (fax) 

1.2.3.10 

North  American  Malignant 
Hyperthermia  Registry 

Dept  of  Anesthesia,  Penn  State  Univ 
PO  Box  850 
Hershey,  PA  17033 
(717)531-6936 
(717)531-6221  (fax) 

9, 10;  can  provide  detailed  Individ- 
ual reports  to  physicians 

Mannosldoels 

See:  Tay-Sachs  Disease 

Maple  Syrup  Urine  Disease 

See  also:  Acidemia,  Organic; 
Neurometabollc  Disorders 

Maple  Syrup  Urine  Disease 
Family  Support  Group 

24806  State  Rd  1 19 
Goshen,  IN  46526 
(219)  862-2992 
(219)  862-2012  (fax) 

1.2.4.6.7 

Marfan  Syndrome 

Canadian  Marfan  Association 

Central  Plaza  Postal  Outlet 
128  Queen  St  S,  PO  Box  42257 
Mississauga,  ON  CAN  L5M  4Z0 
(905)  826-3223 
(905)  826-21 25  (fax) 

1.3.4.5.6.10 

National  Marfan  Foundation 

382  Main  St 

Port  Washington,  NY  11050 
(800)  862-7326 
(516)  883-8712  (voice/fax) 

1.2.3.4.5.6.8.9.10 

Mareteaux-tamy  Syndrome 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 

McAiilto  Dltiito 

See:  Glycogen  Storage  Disease 


McCune-Albright  Syndrome 

See  also:  Growth  Disorders 

McCune-Aibright  Syndrome 
Division  of  the  MAGIC 
Foundation 

3167  Greensburg  Rd 
N Canton,  OH  44720 
(216)  896-4455 

1.4.6.10 

Medium-Chain  Acyl-CoA 
Dehydrogenase  Deficiency 
(MCAD) 

See  also:  Neurometabolic 
Disorders 

Support  Group  for  MCAD 

805  Montrose  Dr 
Greensboro,  NC  27410 
(910)  547-8682 

1.4.10 

MedunoMastoma, 

Hereditary 

See:  Brain  Tumors,  Turcot 
Syndrome 

MELAS  Syndrome 

See:  Growth  Disorders 

Meinick  Needles  Syndrome 

See:  Growth  Disorders 

MenRe*s  Disease 

Corporation  for  Menke's 

5720  Buckfield  Ct 
Fort  Wayne,  IN  46804 
(219)436-0137 

1,2,3,4,6,7, 10;  physician  network 

Mental  Hlness 

See  also:  Mental  Retardation/ 
Mental  Illness 

Federation  of  Families  for 
Children's  Mental  Health 

1021  Prince  St 
Alexandria,  VA  22314-2971 
(703)684-7710 
(703)  684-5968  (fax) 
di  paulcazzolla@mmp.org 

1.2.4.5.7.8.10 

National  Mental  Health 
Association 

1021  Prince  St 
Alexandria,  VA  22314-2971 
(800)  969-664?  (info  line) 

(703)  684-7722 
(703)  684-5968  (fax) 

1,2, 4,5, 6, 7,8;  public- education 


Mental  Retardation 
The  Arc 

500  E Border  St,  Ste  300 
PO  Box  1047 
Arlington,  TX  7601 0 
(800)  433-5255 
(817)261-6003 
(817)  277-0553  (TTY) 

(817)  277-3491  (fax) 
dl  thearc@metro.com 
1,2,3,5,6,7,69 

Canadian  Association 
for  Community  Living 

4700  Keele  St 

Kinsman  Bldg,  York  University 
North  York,  ON  CAN  M3J1P3 
(416)661-9611  (voice) 

(416)  661-2023  (TTY) 

(416)  661-5701  (fax) 
1,2,5,6,7,8,9;  lending  library  for 
videotapes  and  other  materials 

Voice  of  the  Retarded 

5005  Newport  Dr,  Ste  108 
Rolling  Meadows,  IL  60008 
(708)  253-6020 
1,3,5,7,8;  free  legal  consulting 

Mental  Retardation/ 

Mental  Hlness 

See  also:  Mental  Illness 

National  Association  of  the 
Dually  Diagnosed  (NADD) 

1 1 0 Prince  St 
Kingston,  NY  12401 
(800)  331-5362 
(914)  331-4336 
(91 4)  331 -4569  (fax) 

1.3,4,66,7 

Metabolic  Dlsoniers 

See:  Neurometabolic  Disorders 

Microphthalmia 

See:  Visual  Impairments 

mcrosonda,  Hemifacial 

See:  Craniofacial  Disorders, 
Goldenhar  Syndrome 

Microtia 

See  also:  Craniofacial  Disorders 

Microtia-Atresia  Support 
Group 

c/o  Jack  Gross 
330  7th  Ave,  #1203 
New  York,  NY  10001 
(212)947-0770 

4.7.10 

liillMr  SyndroiM 

See:  Nager  & Miller  Syndromes 

NKiliMHikir  SyiriraM 

S^:~Llssencephaly 

WBechendrial  Dieeiders 

E/iSE:  Education  and  Sup^ 
Exchange 

PO  Box  1151 

Monroeville,  PA  15146-1151 

1.4.10 


MHochondttal  Dlsordefs 

Mitochondrial  Disorders 
Foundation  of  America 

51 00-1 B Clayton  Rd,  Ste  187 
Concord,  CA  94521 
(510)  798-8798 
(510)  682-1477  (fax) 

1.4.7.8.9.10 

MRochondttai  aiyopaMiy 

See:  Mitochondrial  Disorders, 
Muscular  Dystrophy 

Moehius  Syndrome 

See  also:  Craniofacial  Disorders 

Moeblus  Syndrome  Support 
Group 

39521  Rowen  Ct 
Palmdale,  CA  93551 
(805)  267-2570 
(310)470-2000 
(914)  834-6008 

1.4.6.9.10 

Morquio  Syndrome 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 

Motor-Sensory  Neuropathy, 
Hereditary 

See:  Charcot-Marie-Tooth  Disease 

Mcyamoya  DIsaase 

See  also:  Vascular  Malformations 

Families  with  Moyamoya 
Network 

c/o  Dawn  Gruettner 
4900  McGowan  St  SE 
Cedar  Rapids,  lA  52403 
(800)  261-6692 

1.4.10 

llllKS0lipld0S6S 

See:  Mucolipidosis  Type  iV, 
Mucopolysaccharidosis,  Tay-Sachs 
Disease 

MuooHpIdoMs  type  W 

See  also:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 

ML4  Foundation 

6 Concord  Dr 
Monsey,  NY  1 0952 
(914)425-0639 
(91 4)  425-4205  (fax) 

4.7.9.10 

Miicepelyfar«ii«1dnitf 

See  also:  Tay-Sachs  Disease 

National  Mucopoly- 
saccharidosis Society 

17  KraemerSt 

Hicksville,NY11801 

(516)931-6338 

1.2.3.4.5.6.7.8.9.10 
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MPS:  The  Ties  That  Bind 


The  Natimal  MPS  Society  offers  an  extended  family  of  love  and  support 


Family  is  your  greatest  strength,  Marie  Capo- 
bianco  first  discovered  this  when  her  children, 
Michael  and  Danielle,  were  diagnosed  with 
Sanfiliippo-B  syndrome,  one  of  seven  mucopoly- 
saccharidosis (MPS)  disorders.  She  discovered  it 
again  as  president  of  the  National  MPS  Society. 

MPS  and  ML  (mucolipidosis)  disorders  are  pro- 
gressive, enzyme-deficiency  conditions,  in  which 
the  cells  of  the  body  cannot  produce  the  enzyme 
which  breaks  down  sugars  or  fats  in  the  cell. 

These  products  build  up,  causing  pressure  on  and 
damaging  other  cells,  including  nerve  cells.  This 
can  lead  to  mental  retardation,  limited  mobility, 
extreme  hyperactivity  and  drastically  shortened 
life  spans.  Few  children  with  MPS  and  ML  survive 
their  teen  years.  The  National  ^ 

MPS  Society  was  created  to  sup- 
port families  living  with  these 
difficult  conditions. 

When  10  pairs  of  anxious  par- 
ents first  met  in  a conference 
room  at  Johns  Hopkins  Hospital 
in  February  of  1974,  they  were 
determined  to  see  something 
done  for  their  children.  One  year 
later,  led  by  Capobianco,  a solid 
network  of  parents  had  been 
established. 

Through  phone  calls,  letters 
and  local  and  national  meetings, 
parents  are  able  to  share  eveiy- 
thing  from  the  latest  research  information,  to  anec- 
dotes of  life  with  an  “MPS  kid,”  to  the  pain  of  losing 
that  child  only  a short  time  later.  Tliis  is  the  true 
work  of  the  MPS  Society— the  continuing  support  of 
parents  worn  thin  by  children  difficult  to  care  for 
and  taken  away  too  soon.  At  the  group’s  20th 
anniversary  celebmtion  in  Kissimmee,  Florida  in 
December  1994,  Joni  Carso,  the  mother  of  a child 
with  MPS  I,  explained  how  it  felt  to  spend  time  with 
similar  families — “You  can  sit  down  to  dinner  and 
when  [your  child]  starts  screeching,  no  one  will 
stare  at  you  and  say,  ‘Oh,  no.’” 

It  is  this  sense  of  belonging  to  ai\  miderstanding 
family  that  keeps  parents  involved  in  the  organiza- 
tion even  after  their  children  die.  Many  feel  even 
stronger  ties  to  the  group,  bound  by  memories  and 
by  friends  who  continue  to  lend  support.  In  a letter 


published  in  a recent  edition  of  the  society’s 
newsletter,  Susan  Teer,  who  recently  lost  her 
daughter  Sarah,  captured  part  of  this  connection 
between  MPS  parents — “We  know  that  these  are 
not  easy  times  for  any  of  us...  If  we  can  get  another 
family  through  a 
moment,  we  will 
be  here  to  listen 
and  to  share  their 
happiness  or  sad- 
ness... Our  hearts 
reach  out  to  all  of 
you.” 

lake  Susan, 

Marie  Csqpobianco 


[Above]  Marie 
Capobianco  (rightX  MPS 
president  spends  some 
time  with  the  Kahn  fami- 
ly at  the  group*s  20tk 
annual  conference  in 
Kissimmee^  Florida-. 
[Left]  A wall  of  faces — 
pictures  of  members*  chil 
dren — was  a focus  point 
at  the  conference. 


continues  to  feel  a strong  bond  to  the  society,  even 
though  both  Michael  and  Danielle  passed  away 
recently.  And  like  so  many  otliers,  she  plans  to  stay 
involved  in  the  continuing  work  of  the  group.  As 
Marie  and  her  family  learned  to  live  witli  SanfiUip- 
po-B  syndrome,  her  involvement  with  the  MPS 
Society  gave  her  comfort  while  allowing  her  to  com- 
fort others.  “I  wanted  to  show  [other  parents]  that 
you  could  feel  guilt  and  pain  and  love  and  hate 
towards  your  child  and  not  be  ashamed,”  she  said. 
Over  the  years,  Marie  and  the  other  parents 
involved  with  the  MPS  society  have  helped  each 
other  realize  that  the  myriad  emotions  evoked  by 
the  experience  of  pat  enting  a child  with  a terminal 
illness  are  legitimate  and  human.  In  doing  so  they 
have  helped  each  other  cope. 

— Jennifer  M.  Koerber 


♦ EXCEPTIONAL  PARENT  / JANUARY  1995 


“3T 


NATIONAL  RESOURCES  FOR  SPECIHC  DISABIUTIES  AND  CONDITIONS 


MuHfpte  Scterosis 

National  Multiple  Sclerosis 

733  3rdAve,  6th  Fi 
New  York.  NY  10017 
(800)  344-4867 
(212)  986-3240 
(212)  986-7981  (fax) 

’ 1,2,3,6,18,9 

Multiple  Sutfatase 
Peficlency 

See:  Hearing  Impairments. 
Ichthyosis,  Leukodystrophy. 
Tay-Sachs  Disease 

Muscular  jlfropfeyt  Pwroneal 

See:  Charcot-Marie-  tooih  Disease 

Muscular  Dystrophy 

~See  also:  Faclo-Scapulo-Humeral 
Muscular  Dystrophy,  Ventilator  Use 

Muscuiai'  Dystrophy 
Association 

3300  E Sunrise  Dr 
Tuscon.AZ  8571 8-3208 
(800)  572-1717 
(602)  529-2000 
(602)  529-5300  (fax) 

(After  March  1. 1995. 602  area  code 
changes  to  520) 

iSl  74431.2b13@compuserve.com 
t.2.4,5, 7.9;  outpatient  clinics, 
financial  assistance,  genetic 
counseling,  summer  camps 

Muscular  Dystrophy 
Association  of  Canada 

150  Eglinton  Ave  E,  Ste  400 
Toronto,  ON  CAN  M4P  1 E8 
(800)  567-2873  (Canada  only) 
(416)  488-0030 
(416)  483-7523 
1.2, 4, 5,6,7, 8,9’,  provides  equip- 
ment to  families 

Myasthenia  Gratis 

See:  Muscular  Dystrophy 

Myelin  DIsontofs 

The  Myelin  Project 

1 747  Pennsylvania  Ave  NW 
Ste  950 

Washington,  DC  20006 
(202)  452-8994 
(202)  785-9578  (fax) 

1.9.10 

The  Myelin  Project  of  Canada 

c/o  Julie  and  Wayne  Simmons 
4330  Spinningdale  Crt 
Mississauga,  ON  CAN  L5M  3J8 
(905)  567-8843 
(905)  567-9189  (fax) 

1.3.4.6.7.8.9.10 


o 


Myelin,  Insufficient 

Myelin  Messenger  Newsletter 

c/o  Ruth  Anderson 
HC-29,  Box  686 
Stable  Ln 

Prescott,  AZ  86301 -7435 
(602)  776-7556 
(After  March  1.  1995.  002  area  code 
changes  to  520) 

1 1 

Myetodysplasla 

See:  Anemia,  Aplastic 

Myodonns 

See  also:  Opsoclonus-Myoclonus 
Syndrome 

Myoclonus  Families  United 

1 564  E 34th  St 
Brooklyn,  NY  11 234 
(718)  252-2133 
4.7,8 

Mysdenylate  Deaminase 
Deticteicy 

See:  Muscular  Dystrophy 

Myositis 

Sen  also:  Autoimmune  Disorders 

National  Support  Group  for 
Myositis 

PO  Box  890 

Cooperstown,  NY  13326 
(800)  230-0441 
(607)  547-5216 

1.4.10 

Myositis  Ossificans 
Progressiva 

See:  Flbrodysplasis  Ossificans 
Progressiva 

Myotonia  Congenita 

See.’  Muscular  Dystrophy 

Myohibalar  Myopathy 

See  also:  Muscular  Dystrophy 

X-Linked  Myotubular 
Myopathy  Resource  Group 

241 3 Quaker  Dr 
Texas  City,  TX  77590 
(409)  945-8569 

1.4.10 

Myxedema 

See:  Thyroid  Disorders 

N-Acetyl  Slutamate 
Synthetase  (HAGS) 
Deficiency 

See:  Urea  Cycle  Disorders 

Hager  ft  Miller  Syndromes 

See  also:  Craniofacial  Disorders, 
Limb  Disorders 

Foundation  for  Nager  and 
Miller  Syndromes  (FNMS) 

333  Country  Ln 
Glenview,  IL  60025-51 04 
(800)  507-3667 
(708)  724-6449  (voice/fax) 

1. 4,7,8, 9. 10:  lending  library, 
camp  scholarships 

cb 


Masai  Eacepholocele 

See:  Craniofacial  Disorders 

Hemallne  Myopathy 

See:  Muscular  Dystrophy 

Heonatal  Illness/ 

Prematurfty 

Parent  Care 

9041  Colgate  St 
Indianapolis,  IN  46268-1210 
(317)  872-9913 
(317)  872-0795  (fax) 

1.2,4,6,7 

Hetheeton  Syndrome 

See;  Ichthyosis 

Neurofibromatosis 

See  also:  Acoustic  Neuroma 
I National  Neurofibromatosis 
I Foundation 

j 95  Pine  St,  16th  FI 
New  York,  NY  1 0005 
I (800)  323-7938  (V'/n'O 
(212)  344-6633 
(21 2)  747-0004  (fax) 

^ NNFF@aol.com 
1,2,4,5,7,9, 10:  medical  confer- 
ences and  symposia 

Keurofibramatosis  institute 

541 5 Briggs  Ave 

La  Crescenta.CA  91214 

(818)  957-3508 

(818)  957-4926  (fax) 

iSl  73044.2707@compuserve.com 

4,7, 8.9 

Neiirofibromatosis,  Inc. 

8855Annapolis,  Ste  110 
Lanham,  MD  20706-2924 
(800)  942-6825 
(301)  577-8984 
(41 0)461 -521 3 (TTY) 

(301)  577-0016  (fax) 

1.2.3.5.7.8.9. 10 

Neurometabollc  Disorders 

See  also:  Acidemia,  Organic: 
Galactosemia:  Lactic-Acidosis: 

I Maple  Syrup  Unne  Disease: 
Niemann-Pick  Disease: 
Phenylketonuria  (PKU) 

Association  for 
Neurometaboiic  Disorders 

5223  Brookfield  Ln 
Sylvania,  OH  43560-1809 
(419)885-1497 

1.4.6. 10 

Canadian  Society  for 
Metaboiic  Disease 

5301  Ranger  Ave 
N Vancouver,  BC  CAN  V7R  3M7 
(604)  986-2508 
(604)  293-71 26  (fax) 

1.2.3.4.5.6.7.8.9.10 

Heuropathy,  Hereditary 
Motor  jiHiory 

See:  Charcot-Marie-Tooth  Disease 


Neutojpaftiy,  Porlpharal 

See:  Charcot-Marie-Tooth  Disease 

Noutroponte 

See:  Evans  Syndrome 

Neutropenia  wftti 
PaiHyeatic  Insufficiency 

See:  Schwachman  Syndrome 

NevI,  Slant  Gongenitai 

See  also:  Hemangioma, 

Ichthyosis,  Klippel-Trenaunay 
Syndrome,  Sturge- Weber 
Syndrome,  Vascular  Malformations 

Nevus  Network 

1400  S Joyce  St.  #1225 
Arlinorton.VA  22202 
(703)  920-2349 
(405)  377-3403 
C^l  syfv45b^prodigy.com 

12.4.10 

Nei^lle  Disease 

See:  Niemann-Pick  Disease 

Hlemann^PMc  Disease 

See  also:  Ataxia,  Neurometaboiic 
Disorders,  Tay-Sachs  Disease 

National  Niemann-Pick 
Disease  Foundation 

22201  Riverpoint  Trail 
Carrollton,  VA  2331 4 
(804)  357-6774 

1.4.6.7.9.10 

Nocnan  Syndrome 

See  also:  Cardio-Facio-Cutaneous 
Syndrome,  Growth  Disorders 

Noonan  Syndrome  Society 

c/o  Susan  Espinoza 
1 28  Pine  Ave 
San  Jose,  CA  951 25 
(408)  723-5188 

1.2.3.4.6.7.10 

Occulo-AurtcuIai^VMl^^ 
(OAV)  Syndrome 

See:  Goldenhar  Syndrome 

Obsessive-€ompuisive 

Pisorder 

OC  Foundation 

PO  Box  70 
Milford,  CT  06460 
(203)  878-5669 
1,2,3,4,5,6,19 

OUgosacchartsdosee 

See:  Tay-Sachs  Disease 

OHIer*»  PIseaae 

Ollier's  Disease  Setf-Hetp 
Group 

PO  Box  52616 
ShawAFB.SC  29152-1521 
1,4,7 
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NffllONAL  RESOURCES  FOR  SPECIRC  DISABIUTiES  AND  CONDITIONS 


Opttz  Syndrome 

See  also:  Agenesis  of  the  Corpus 
Callosum 

International  Optfz-Frias 
Syndrome  Association 

116  June  Ave 

Nanaimo.  DC  CAN  V9S  4R7 
(604)  754-7088 
(604)  758-5504  (fax) 

47,8.10 


OpHz  Family  Network 

PO  Box  516 
Grand  Lake.  CO  80447 
(303)  627-8935 

1.4.6.10 

Opitz-Frias  Syndrome 

See:  Opitz  Syndrome 

Oppenhetm  Disease 

See:  Spinal  Muscular  Atrophy 

Opsoclonus-Myoclonus 

Syndrome 

See  also:  Myoclonus 

Opsoclonus-Myoclonus 
Parent-Talk  Support  Network 

c/o  Connie  Quinn 
725  North  St 
Jim  Thorpe.  PA  18229 
(717)  325-3302 
1.4 

Optic  Nerve  Hypoplasia 

See:  Septo-Optic  Dysplasia 

Organic  Addemla 

See:  Acidemia,  Organic 

OtnKhlne  Transcarbamyfase 
(OTC)  Deficiency 

See:  Urea  Cycle  Disorders 

Osteogenesis  Imperfecta 

See  also:  Growth  Disorders 

Canadian  Osteogenesis 
Imperfecta  Society 

128  Thornhill  Crescent 
Chatham.  ON  CAN  N7L  4M3 
1.4,67.9 

Osteogenesis  Imperfecta 
Foundation 

5005  W Laurel  SLSte  210 
Tampa.  FL  33607 
(813)282-1161 
(813)  287-8214  (fax) 

1.2.3.4.5.6.7.8.9.10 

Wumf 

United  Ostomy  Association 

36  Executive  Pk,  Ste  120 
Irvine.  CA  92714-6744 
(800)  826-0826 
(714)  660-8624 
(714)  660-9262  (fax) 

1.2,3.5.67 


Oxalosis  Hyperoiialufla 

See  also:  Kidney  Disorders 

Oxalosis  & Hyperoxaluria 
Foundation 

PO  Box  1632 
Kent.  WA  98035 
(206)  631  0386 

1.2.4.67.8.9.10 

P^ygy^ 

See:  Lissencephaly 

PaiHstar-KHilan  Syndrome 

Pallister-Kiliian  Family  Support 
Group 

3700WyndaleCt 
Ft  Worth.  TX  761 09 
(817)927-8854 
(817)  927-2073  (fax) 

4.10 

Pancreatic  Insufficiency 
with  Heutropenia 

See:  Schwachman  Syndrome 

Panhypopituitarism 

See:  Diabetes  Insipidus,  Growth 
Disorders 

Papillomas 

See:  Respiratory  Papillomatosis, 
Recurrent 

Paralysis,  Periodic 

See:  Muscular  Dystrophy 

Paramyotonia  Congenita 

See:  Muscular  Dystrophy 

PeHzaeus-Menthacher 

Disease 

See:  Leukodystrophy 

Pemphigus,  Familial 

See:  Ichthyosis 

Pervasive  Developmental 
Disorder  (PDP) 

See:  Autism 

Peutz-Jeghcrs  Syndrome 

See  also:  Polyposis 

International  Peutz-Jeghers 
Support  Group 

c/o  Jill  D.  Brensinger 
Johns  Hopkins  Hospital 
550  N Broadway.  Ste  108 
Baltimore.  MD  21205 
(410)  614-4038 
(410)  614-9544  (fax) 

1.47.10 

Phenylketonurta  (PKU) 

See  also:  Neurometabolic 
Disorders 

Children’s  PKU  Network 

1 051 5 Vista  Sorrento  Pkwy 
San  Diego,  CA  921 21 
(619)  587-9421 
(61 9)  450-5034  (fax) 

1,4,7, 10;  scholarships 


National  PKU  News 

c/o  Virginia  Schuett 
6869  Woodlawn  Ave  NE.  Ste  1 16 
Seattle.  WA  981 15-5469 
(206)  525-8140 
(206)  525-5023  (fax) 

1.2 

Phosphofructoklnase 

Deficiency 

See:  Muscular  Dystrophy 

Phosphoglycarate  Kinase 
Deficiency 

See:  Muscular  Dystrophy 

Phosphoglycerate  Miitase 
Deffadency 

See:  Muscular  Dystrophy 

Pfaosphorylase  Deficiency 

See:  Muscular  Dystrophy 

Pierre  Robin  Syndrome 

See:  Craniofacial  Disorders, 

Growth  Disorders 

Pigment  Disorders 

See:  Albinism  & 

Hypopigmentation,  Vitiligo 

PltuKary/Hypothalamus 

Disorders 

See:  Diabetes  Insipidus 

Pityriasis  Rubra  Pilaris 

See:  Ichthyosis 

Polymyositis 

See:  Muscular  Dystrophy,  Myositis 

F^ostotlc  Fibrous 

Dj^^ 

See:  McCunc-Miunynt  Syndrome 

Polyposis 

See  also:  Peutz-Jeghers 
Syndrome 

Familial  Gastrointestinal 
Cancer  Registry 

Mount  Sinai  Hospital 
600  University  Ave,  Ste  1 1 57 
Toronto.  ON  CAN  M5G1X5 
(416)  586-8334 
(416)  586-8644  (fax) 

1,2, 3,4, 7, 8, 10;  genetic  counsel- 
ing, predictive  testing 

Intestinal  Multiple  Polyposis 
and  Colorectal  Cancer 

c/o  Ann  Fagan 
Reese’s  Crest,  PO  Box  1 1 
Conyngham.  PA  18219 
(717)  788-1818 
(717)  788-3712 
(717)  788-4046  (fax) 

4.7.10 

Pon^  Disease 

See:  Glycogen  Storage  Disease, 
Tay-Sachs  Disease 


H 


Key  to  Services 

1.  Periodical/newsletter 

2.  Other  publications 

3.  Videos 

4.  Networking/matching 

5.  Local  chapters 

6.  Nation?*  conferences 

7.  Referrals  to  local  resources 

8.  National  advocacy  efforts 

9.  Fund  research 

to.  Maintain  registry  of  individu- 
als with  this  condition 
11.  Electronic  bulletin  board  (BBS) 

Potphyrta 

American  Porphyria 
Foundation 

PO  Box  22712 
Houston.  TX  77227 
(713)  266-9617 
1.2.47 

Prader*Wllll  Syndrome 

Prader-Willi  Foundation 

223  Main  St 

Port  Washington.  NY  1 1 050 
(800)  253-7993 
(516)  944-3173  (fax) 

1.7.8,9 

Prader-Willi  Syndrome 
Association 

2510  S Brentwood  Blvd,  Ste  220 
St.  Louis.  MO  63144 
(800)  926-4797 

1.2.3.4.5.6.7.8.9.10 


Prader-Willi  Syndrome 
International  information 
Forum 

40  Holly  Ln 

Roslyn  Heights,  NY  11577 
(800)  358-0682 
(516)  484-7154  (fax) 

& visink@delphi.com 

1.2.4.6.7.8.10 

Prematurity 

See:  Neonatal  Illness/Prematurity 

Progeria 

International  Progeria  Registry 

c/o  W.  Ted  Brown.  MD.  Ph.D. 

NY  State  Inst  for  Basic  Research 
in  Developmental  DisaL.:i:ies 
1050  Forest  Hill  Rd 
Staten  Island.  NY  10314 
(718)  494-5333 
(718)  494-1026  (fax) 

4.8.10 


Proteus  Syndrome 

See:  Neurofibromatosis 


ERIC 
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Prone  Bally  Syndrome 

Prune  Belly  Syndrome 
Network 

1 005  E Carver  Rd 
Tempe,  AZ  85284 
(602)  838-9006  (fax) 

{After  March  1.  1995. 602  area  code  \ 
changes  to  520)  j 

1.7M  I 

Pseudo-Hurier  I 

I 

See:  Mucopolysaccharidosis,  lay-  | 

Sachs  Disease  ! 

Pseudoxanthoma  Elasttcum  { 

ra  I 

National  Association  for  i 

Pseudoxanthoma  Elasticum  I 

1884  Cherry  St  ! 

Denver,  CO  80220 - 1 1 46  i 

(303)  321-6347 

17.10 

Psoria^ 

Canadian  Psoriasis  Foundation 

1306  Wellington  St,  Ste  500A 
Ottawa,  ON  CAN  K1Y  3B2 
(800)  265' 0926  (Canada  only) 
(613)728-4000 
(613)  728-8913  (fax) 

1,2, 4, 5,6,7, 8, 9 

National  Psoriasis  Foundation 

6600  SW  92nd,  Ste  300 
Portland,  OR  97223 
(503)  244-7404 
(503)  245-0626  (fax) 

1,2,3, 4, 7,8, 9, 10;  correspondence 
netwo^,  used  equipment,  SSI 
information,  help  with  insur- 
ance claims 

Ptof^ 

See:  Blepharophimosis 

Purine  Metaboik;  IMsoniers 

Purine  Research  Society 

5424  Beech  Ave 
Bethesda,  MD  20814 
(301)  530-0354 

4.7.9.10 

RasmuMM  Syndrome 

See  also:  Epilepsy,  Seizure 
Disorders 

Rasmussen  Syndrome  Support 
Group 

c/o  A1  and  Lynn  Miller 
8235  Lethbridge  Rd 
Millersville,  MD21108 
(410)987-5221 

4. 10 

Reflex  Sympatheflc 
Dyshuf^  Syndr^^ 

Reflex  Sympathetic  Dystrophy 
Association 

116Haddon  Ave,  Ste  D 
Haddonfield,  NJ  08033 
(609)  795-8845  (voice/fax) 

1.4.5.6.7.9.10 


O 


Refsum  Ptseaie 

See:  ichthyosis,  Leukodystrophy, 
Tay-Sachs  Disease 

Renal  Disorders 

See:  Kidney  Disorders 

Respiratory  Paplltomatosis, 
Recurrent 

Recurrent  Respiratory 
Papillomatosis  Foundation 

50  Wesleyan  Dr 
Hamilton,  NJ  08690 
(609)  890-0502 
& mstern@pucc.princeton.edu 

1.2.3.4.5.6.7.8.10 

Retinitte  Pigmentosa 

See  also:  Macular  Diseases, 
Stargardt  Disease,  Usher 
Syndrome,  Visual  Impairments 

Retinitis  Pigmentosa 
Intemationai  Society  for 
Degenerative  Eye  Diseases 

PO  Box  900 

Woodland  Hills.  CA91365 
(800)  344-4877 
(818)  992-0500 
(818)  992-3265  (fax) 

12.3.5.7.8.9.10 

RP  Eye  Research  Foundation 

c/o  Sharon  Cole 
1 366  Adelaide  St  W,  Ste  704 
Toronto.  ON  CAN  M5V1R9 
(800)  461  -3331  (Canada  only) 
(416)  598-4951 
(416)  598-9763  (fax) 

1.2.5.7.9.10 

The  Foundation  Fighting 
Blindness 

1401  Mt  Royal  Ave.  4th  FI 
Baltimore.  MD 
21217  21217-4245 
(800)  683-5555 
I (800)  683-5551  (TfY) 

I (410)225-9400 
1 (410)  225-9409  (TfY) 

I (410)  225-3936  (fax) 

I 1,4,5,6,7,9,10 
I ReUnoU^^ 
j See  also:  Visual  Impairments 

National  Retinoblastoma 
Parent  Group 

110  Allen  Rd 
Bow.  NH  03304 
(603)  224-4085 

1.4.6.10 

Retinopathy  of  Prematurity 
(ROP) 

See  also:  Visual  Impairments 

Prevent  Blindness  in 
Premature  Babies 

. c/o  Margaret  Wilson 
i PO  Box  44792 
! Madison,  Wl  53744-4792 
; 1,4,7.8,10 


Rett  Syndrome 

Canadian  Rett  Syndrome 
Association 

555  Fairway  Rd 
Kitchener.  ON  CAN  N2C  1X4 
(416)  494-1954 
(519)  893-1169 

1.5.6.7.9.10 

international  Rett  Syndron.e 
Association 

9121  Piscataway  Rd,  Ste  2B 
Clinton,  MD  20735 
(800)  818-7388 
(301)  855-3334 
(301)  856-3336  (fax) 
irsa@paltech.com 

1.2.3.4.5.6.7.8.9.10 

Reye  Syndrome 

See:  Medium-Chain  Acyl-CoA 
Dehydrogenase  Deficiency  (MCAD) 

Ring  Chromosome  18 

See:  Chromosome  18  &1 3 
Disorders 

R^  S^roim 

See:  Smith-Lemli-Opitz  Syndrome 

RuMnstein-Tiyhl  Syndrome 

Rubinstein-Taybi  Parent  Group 

c/o  Lorrie  Baxter 
PO  Box  146 

Smith  Center,  KS  66967 
(913)  697-2984 

1.2.4.6.10 

Russell-Silver  Syndrome 

See  also:  Growth  Disorders,  Short 
Stature 

Association  for  Children  with 
Russell-Silver  Syndrome 

22  Hoyt  St 
Madison,  NJ  07940 
(201)377-4531 
(201)  822-271 5 (fax) 
tS  mzacrss@aol.com 
12,4,7 

Sanflllli^  Syi^rome 

See:  Wc^ofysaccharldosis, 
Tay-Sachs  Disease 

Scheie  Syndrome 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 

Sdm^^ 

1 See  also:  Gro\,vth  Disorders 

Schwachman  Syndrome 
Support  Services 

c/o  Joan  Mowery 
44  Meadowlark  Rd 
Vernon,  CT  06066 
I (203)870-5454 
^ 1,4,7.10 
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Sdefodorma 

See  also:  Arthritis,  Autoimmune 
Disorders 


National  Scleroderma 
Federation 

Peabody  Office  Bldg 
One  Newbury  St 
Peabody,  MA  01960 
(800)  422-1113 
(508)  535-6600 
(508)  535-6696  (fax) 

12.5.7.8.9 

Scleroderma  Research 
Foundation 

PO  Box  200 
Columbus,  NJ  08022 
(800)  637-4005 
(609)  723-7400 
(609)  723-6700  (fax) 

1,4,7,9,10 

United  Scleroderma 
Foundation 

pn  Rnv  ^QQ 

Watsonville,  CA  95077-0399 
(800)  722-4673 
(408)  728-2202 
(408)  728-3328  (fax) 

12.5.6.9 

Scoliosis 


National  Scoliosis  Foundation 

72  Mount  Auburn  St 
Watertown.  MA  02172 
(617)926-0397 
(617)  926-0398  (fax) 

1,4,5,6,7,10 

Seckel  Syndrome 

See:  Growth  Disorders 

Seimre  Disorders 

See  also:  Epilepsy 


THRESHOLD:  Intractable 
Seizure  Disorder  Support 
Group  & Newsletter 

26  Stavola  Rd 

Middletown.  NJ  07748-3728 
(908)  957-0714 
1 


See  dso:  Visual  Impairments 

FOCUS:  For  OurChildr^'n^s 
Unique  Sight 

1583  Black  Eagle  Dr,  AptD 
San  Diego,  CA92126 
(619)  271-8488  (voice/fax) 

^ pilarh8826@aol.com 

1.4,5,7,10 

Severe  Combined 
immun^^  (SCIP) 

See:  Immune  Disorders 


Sox  Chromosome  Disorders, 
RIale 

See:  Klinefelter  Syndrome 
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Short  stature 

See  also:  Dwarfism,  Growth 
Disorders 

Little  People  of  America 

PO  Box  9897 
Washington,  DC  20016 
(800)  243-9273  (info  line) 

(301)  589-0730 

1.2, 4, 5, 6 

Shprintaten  Syndrome 

See:  DiGeorge  S^drome, 
Veio-Cardio-Faciai  Syndrome 

Slaiidosis 

^e:  Mucopolysaccharidosis, 
Tay^Sachs  Disease 

Sickle  Ceii  Disease 

Sickle  Cell  Disease 
Association  of  America 

200  Corporate  Pointe,  Ste  495 
Culver  City,  CA  90203-7633 
(800)421-8453 
(310)216-6363 
(310  215-3722  (fax) 

1,2, 3,5,6, 7, 8 

Triad  Sickle  Cell  Anemia 
Foundation 

1102  E Market  St 
Greensboro.  NC  27420-0964 
(800)  733-8297 
(910)274-1507 
(910)  275-7984  (fax) 

1,4, 7:  genetic  counseling,  camp 

Skeletal  Pyspiasla 

See:  Dwarfism,  Growth  Disorders, 
Short  Stature 

^droim 

See:  Mucopolysaccharidosis, 
Tay-Sachs  Disease 

Smlth-LemiM)pitz 

Syndrome 

Smith-Lemli-Opitz  Advocacy  & 
Fjrchange 

222  Valley  Green  Dr 
Aston,  PA  19014 
(215)  494-5287 
1.4,  W 

Smith«Wagenis  Syndrome 

PRISMS:  Parents  & 
Researchers  Interested  In 
Smith-Magenis  Syndrome 

11875  Fawn  Ridge  Ln 
Reston,VA  22094 
(703)  709-0568 
^ acmsmith@nchgr.nih.gov 

1.2,4,7,10 


Sotos  Syndrome 

See  also:  Epilepsy,  Growth 
Disorders,  Learning  Disabilities, 
Obsessive-Compulsive  Disorder 

Sotos  Syndrome  USA  Support 
Association 

2333  WEI  Moro 
Mesa.  AZ  85202 
(602)  890-1722 
(602)  890-2983  (fax) 

(After  March  1. 1995, 602  area  code 
changes  to  520) 

1.2.3.4.5.6.7.8.9.10 

Spastic  Paraplegia,  Familial 

See:  Ataxia 

Speech  Disorders 

See:  Aphasia,  Apraxia,  Autism, 
Language  Disorders,  Stuttering 

Spina  Bifida 

See  also:  Amold-Chiari 
Malformation,  Hydrocephalus, 
Incontinence 

Spina  Bifida  Association 
of  America 

4590  MacArthur  Blvd  NW,  #250 
Washington.  DC  20007-4226 
(800)  621-3141 
(202)  944-3285 
(202)  944-3295  (fax) 

1.2,3,5,6,7 

Spina  Bifida  Association 
of  Canada 

220-388  Donald  St 
Winnipeg,  MB  CAN  R3B  2J4 
(800)  565-9488  (Canada  only) 
(204)  957-1784 
(204)  957-1794  (fax) 

1,5,6,8,9 

Spinal  Cord  ln|uries 

American  National  Spinal  Cord 
Injury  Hotline 

2201  Argonne  Dr 
Baltimore,  MD  21218 
(800)  526-3456 
(410)  366-2325  (fax) 

5.7.10 

American  Paralysis 
Association 

500  Morris  Ave 
Springfield.  NJ  07081 
(800)  225-0292 
(201)  379-2690 
(201)  912-9433  (fax) 

1.7.9.10 

National  Spinal  Cord  injury 
Association 

545  Concord  Ave,  Ste  29 
Cambridge,  MA  02133 
(800)  962-9629  (hotline  only) 
(617)441-8500 
(617)  441-3449  (fa).; 

1.2.4.5.6.7.8.9.10 


O 
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Spinal  Muscular  Atrophy 

See  also:  Muscular  Dystrophy, 
Ventilator  Use 

Families  of  SMA 

PO  Box  1465 

Highland  Park,  IL  60035-7465 

(800)  886-1762 

(708)  432-5551  (voice/fax) 

1.3.4.5.6.7.8.9.10 

Spondyioaplpltyseal 
PyspfaMrta  Ccngentia 

See:  Growth  Disorders 

Sterganlt  Disease 

See  also:  Macular  Diseases, 
Retinitis  Pigmentosa,  Visual 
Impairments 

Stargardt  International  and 
Juvenile  Macular  Dystrophies 

c/o  Macular  Degeneration  Imi 
2968  WIna  Rd,  #106 
Tucson,  AZ  85741 
(602)  797-2525  (voice/fax) 

(After  March  1.  1995.  602  area  code 
changes  to  520) 

1.4.6.7.9.10 

Sturge-Weber  Syndrome 

See  also:  Klippel-Trenaunay 
Syndrome:  NevI,  Giant  Congenital: 
Vascular  Malformations 

Sturge-Weber  Foundation 

PO  Box  418 
Mt  Freedom,  NJ  07970 
(800)  627-5482 
(201)895-4445 
(201)  895-4846  (fax) 

1.2.3.4.6.7.8.10 

Sturge-Weber  Foundation— 
Canada 

1960  Prairie  Ave 

Port  Coquitlam,  BC  CAN  V3B  1V4 
(604)  942-9209 
(604)  942-6429  (fax) 

4.5.7.10 

Stuttering 

National  Center  for  Stuttering 

200  E 33rd  St 
New  York,  NY  10016 
(800)  221-2483 
(212)  532-4445  (fax) 

7.10 

National  Stuttering  Project 

2151  Irving  St,  Ste  208 
San  Francisco,  CA  94122-1609 
(800)  364-1677 
(415)  566-5324 
(415)  664-3721  (fax) 

1.5.6.7.8.10 

Speak  Easy 

c/o  Mike  Hughes 
95  Evergreen  Ave 
StJohn,NBCANE2N1H4 
(506)  696-6799 
(506)  657-1224  (fax) 

1. 5.7.8 
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Key  to  Services 

I.  Periodical/newsietter 
2*  Other  publications 

3.  Videos 

4.  Networking/matching 

5.  Local  chapters 

6.  Nationa!  conferences 

7-  Referrals  to  local  resources 

8.  Nationa!  advocacy  efforts 

9.  Fund  research 

10.  Maintain  registry  of  individu- 
als with  this  condition 

II.  Electronic  bulletin  board  (BBS) 

Stuttering  FouEtdation 
of  America 

PO  Box  11 749 
Memphis,  TN  38111-0749 
(800)  992-9392 
(901)  452-7343 
(901)  452-3931  '^-^x) 

& stuttersfa@30i.com 

1.2,3.6.7.8 

Stuttering  Resource 
Foundation 

1 23  Oxford  Rd 
New  Rochelle,  NY  10804 
(800)  232-4773 
(914)  632-3925 
(914)  235-061 5 (fax) 
^esr1@iona.bltnet 

1.2,7 

Sudden  infant  Death 
Syndrome  (SIDS) 

See  also:  Bereavement  Support 

National  Sudden  Infant  Death 
Syndrome  Resource  Center 

8201  Greensboro  Dr,  Ste  600 
McLean.  VA  221 02 
(703)  821-8955 
(703)  821-2098  (fax) 

1.2,7 

Sudden  Infant  Death 
Syndrome  Alliance 

1314  Bedford  Ave,  Ste  108 
Baltimore,  MD  21208 
(800)  221-7437 
(410)  653-8226 
1.6.7,8,9 

Sttdeck  Atrophy 

See:  Reflex  Sympathetic  Dystrophy 
Syndrome 

See:  Hearing  Impairments, 
Ichthyosis.  Leukodystrophy, 
Tay-Sachs  Disease 

Syringohulbla 

See:  Syringomyelia 


Syringomyelto 

See  also:  Arnold-Chiari 
Malformation 

American  Syringomyelia 
Alliance  Project 

PO  80X1586 

Longview,  TX  75606-1586 
(800)  272-7282 
(903)  236-7079 
(903)  757-7456  (fax) 

1. 3.4.6, 10 

Canadian  Syringomyelia 
Network 

65  Huntingdale  Blvd,  #1 607 
Scarborough,  ON  CAN  M1W  2P1 
(416)  498-8097 
(416)  750-8197  (fax) 
l,4,6.7,8 

Tangier  Disease 

See:  Tay- Sachs  Disease 

Tay  Syndrome 

See:  Ichthyosis 

Tay-Sadts  Disease 

National  Tay-Sachs  and  Allied 
Diseases  Association 

2001  Beacon  St,  Ste  204 
Brookline,  MA  02146 
(617)  277-4463 
(617)  277-0134  (fax) 
1,2,3,4,5,6,7,8,9, 10;  lending 
library 

15 

See:  Chromosome  15  Disorders 

Tetrasomy  18 

See:  Chromosome  18  & 13 
Disorders 

Ttialaesemla 

See:  Cooley's  Anemia 

Thrombocytopenia 

See:  Evans  Syndrome 

Thrombocytopenia  Absent 
Radius  (TAB)  Syndrome 

Thrombocytopenia  Absent 
Radius  Syndrome  Association 

212  Sherwood  Dr,  RD  1 
Linwood,  NJ  08221-9745 
(609)927-0418 

1.4.7.10 

Thyroid  Disorders 

See  also:  Graves  Disease 

Thyroid  Foundation  of  Canada 

1040  Gardeners  Rd,  Ste  C 
Kingston,  ON  CAN  K7P  1R7 
(613)  634-3426 
(613)  634-3483  (fax) 

1.5.6.7.9. 10 


Towetto  Syndrome 

See  also:  Attention  Deficit 
Disorder,  Obsessive-Compulsive 
Disorder 

Tourette  Syndrome 
Association 

42-40  Bell  Blvd 
Bayside,NY11361-2861 
(800)237-0717 
(718)  224-2999 
(71 8)  279-9596  (fax) 

1.2.3.5.6.7.9.10 

Tourette  Syndrome  Foundation 
of  Canada 

238  Davenport  Rd,  Box  343 
Toronto,  ON  CAN  M5R 1 J6 
(800)  361 -31 20  (Canada  only) 
(416)351-7757 
(416)  351-9267  (fax) 
1,2,3,4,5,6,7,8,9,10:  camp 
Tracheoesophageal 
Fistula  (TEF) 

See:  VATER  Association 
Tracheostomy 
Tracheostomy  Support  Group 
1 44  Elmwood 
Barberton,  OH  44203 
(216)  745-4392 

4.7.8.10 

Treacher  Collins  Syndrome 

See  also:  Craniofacial  Disorders 

Treacher  Collins  Foundation 

PO  Box  683 
Norwich,  VT  05055 
(800)  823-2055 
(802)  649-3050 
I 1,2,34,6 
TTemor 

International  Tremor 
Foundation 

833  W Washington  Blvd 
Chicago,  IL  60607 

(312)733-1893 

1,2,4,7,8,9,10 

TMctiotiHomanta 

See:  Obsessive-Compulsive 
Disorder 

IHsomylS,  18 
& Retated  Disorders 

See:  Chromosome  18  & 13 
Disorders 

Tuberous  Sctereals 

See  also:  Autism,  Epilepsy, 
Learning  Disabilities 

National  Tuberous  Sclerosis 
Association 

8000  Corporate  Dr,  Ste  1 20 
Landover,  MD  20785 
(800)  225-6872 
(301)  459-9383 
(301)  459-0394  (fax) 
ntsa@capcon.net 
1,2,3,4,5,6,78,9, 10:  blood  and 
tissue  donati^^'audiotapes 


Ttorcot  Syndrome 

See  also:  Brain  Tumors,  Cancer 

Turcot  Syndrome  and 
Hei^itary  Medulloblastoma 

c/o  Dr.  Daniel  Lasser 
OB/GYN 

Columbia  Univ  College  of  Physicians 
630  W 168th  St 
New  York,  NY  10032 
(212)  305-6784 
(212)  305-3869  (fax) 

^ DML1@columbia.edu 
7 

TUmer  Syndrome 

See  also:  Growth  Disorders 

Turner’s  Syndrome  Society — 
Canada 

7777  Keele  St,  FI  2 
Concord,  ON  CAN  L4K 1Y7 
(800)  465-6744 
(905)  660-7766 
(905)  660-7450  (fax) 

1,2.3,4,5,6,7,10 

Turner’s  Syndrome  Society 
of  the  US 

1 5500  Wayzata  Blvd,  #768-21 4 
811  12  Dakar 
Wayzata,  MN  55391 
(612)  475-9944 
(612)  475-9949  (fax) 

1^  LGTesch@cerfnet.com 
1,2,3,4,5,6,7,8,9, 10:  scholarship 
program  to  help  girls  with 
Turner  syndrome  attend  nation- 
al conference 

Urea  Cycle  Disorders 

National  Urea  Cycle  Disorders 
Foundation 

PO  Box  32 
Sayreville,  NJ  08872 
(800)  386-8233 

1.4.6.7.10 

Urostomy 

See:  Ostomy 

Uroiogic  Disorders 

See:  Incontinence,  Kidney 
Disorders 

Usber  Syndrome 

See  also:  Hearing  Impairments, 
Retinitis  Pigmentosa,  Visual 
Impairments 

Usher  Family  Support 

c/o  Helen  Anderson 
4918  42nd  AveS 
MinneaDolis,  MN  5541 7 
(612)  7'24-6982 

1.4.7.10 


Vascular  ilalfomurtions 

See  also:  Hemangioma: 
Hemorrhagic  Telangiectasis, 
Hereditary:  Klippel-Trenaunay 
Syndrome:  Moyamoya  Disease: 
Nevi,  Giant  Congenital:  Sturge- 
Weber  Syndrome 

National  Vascular 
Malformations  Foundation 

8320  Nightingale 
Dearborn  Heights,  Ml  481 27 

(313)  274-1243  (voice/fax) 

1,4,6,  7 

VATER  AssodaUon 

See  also:  Anorectal  Malformations 

TEF/VATER  Support  Network 

c/o  Greg  and  Terri  Burke 
15301  Grey  Fox  Rd 
Upper  Marlboro,  MD  20772 
(301)952-6837 

1,2,4,5,7,10 

Velo*Cardio-Facial 

Syndrgme 

See  also:  Mention  Deficit 
Disorder,  Cleft  Palate,  DiGeorge 
Syndrome 

Velo-Cardio-Facial  Syndrome 
Parent  Support  Group 

110-45  Queens  Blvd 
Forest  Hills,  NY  11375-5501 
(718)  261-8049 
(718)  261-7346  (fax) 

4.7 

Ventilator  Use 

Citizens  for  Independence  in 
Living  & Breathing 

78  Golfwood  Hghts 
Etobiocolce,  ON  CAN  M9P  3M2 
(41 6)  244-2248  (voice/fax) 
3.4,6,7,8 

International  Ventilator  Useis 

MptufflrkQ 

51 00  Oakland  Ave,  #206 
St  Louis,  MO  63110 
(2  i4)  534-0475 

(314)  534-5070  (fax) 

1.2,4,7 

Vestibular  Disorders 

See  also:  Balance  Disorders 
& Dizziness 

Vestibular  Disorders 
Association 

PO  Box  4467 
Portland,  OR  97208-4467 
(800)  837-8428 
(503)  229-7705 
(503'  228-8665  (TTY) 

(503)  229-8064  (lax) 
iS  Junder@teleport.corn 

1.2.3.4.57,10 
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HimONAL  RISOURCES  FOR  SPECIflC  DISABILmES  AND  CONDITIONS 


VbtHil  tmpalmwnte 

See  also:  Albinism,  Macular 
Diseases,  Retinibs  Pigmentosa, 
Retinoblastoma,  Rebnopathy  of 
Prematurity,  Septo-Optic 
Dysplasia,  Stargardt  Disease, 
Usher  Syndrome 

American  Council  of  the  Blind 

1155  15th  St  NW.Ste  720 
Washington,  DC  20005 
(800)  424-8666  (3-5:30  ESI) 
(202)  467-5081 

12.6.7.8 

American  Foundation 
for  ttw  Blind 

1 1 Penn  Plaza 
New  York,  NY  10001 
(800)  232-5463 
(212)  507-7600 
e!D  afhinfo@afb.org 

1,2,3.7,8,10 

American  Printing  House 
for  tlK  Blind 

1 839  Frankfort  Ave 
PO  Box  6085 
Louisville,  KY  40206-0085 
(800)  223-1839 
(502)  895-2405 
(502)  895-1509  (fax) 

1,2,3 

Blind  Children’s  Center 

4120  Marathon  St 
Los  Angeles,  CA  90029 
(800)  222-3566 
(800)  222-3567  (CA  only) 
1,23,4,7 

Blind  Chiidren’s  Fund 

2875  Northwind  Dr 
East  Lansing,  Ml  48823-5040 
r>1 7)  333-1725 
(517)  333-1730  (fax) 

1.23.4.6.7.8 

Canadian  National  Institute 
fortheBiind 

1 929  Bayview  Ave 
Toronto,  ON  CAN  M4G  3E8 
(416)  486-2500 
(416)  480-741 7 (TTY) 

(416)  480-7699  (fax) 

7 

Councii  of  Citizens  with  Low 
Vision  international 

5707  Brockton  Dr,  Ste  302 
Indianapolis,  IN  46220-5481 
(800)  733-2258 
(317)254-1332 
(317)  251-6588  (fax) 
PatPrice@aol.com 
1,5,6;  scholarships 


National  Association  far 
Parents  of  the  Visually 
Impaired 

PO  Box  317 

Watertown,  MA  02272-031 7 
(800)  562-6265 
(617)  972-7441 
(617)  972-7444  (fax) 

1.2.4. 5. 6. 7.8. 10 

National  Association  for 
Visuaily  Handicapped 

22  W 21  St  St,  6th  FI 
New  York,  NY  10010 
(212)889-3141 
(212)  727-2931  (fax) 

1,2,7 

Nationai  Organization  of 
Parents  of  Biind  Chiidren 

1800  Johnson  St 
Baltimore,  MD  21 230 
(410)659-9314 
(410)752-5011  (BBS) 

(410)  685-5653  (fax) 
1,2,3,4,5,6,78 

Prevent  Blindness  America 

500  E Remington  Rd 
■ Schaumburg,  IL  601 73-4557 
(800)  331-2020 
(708)  843-2020 
(708)  843-8458  (fax) 

1.2.3.5.67.9 

Recording  for  the  Blind 

20  Roszel  Rd 
Princeton,  NJ  08540 
(609)  452-0606 
(609)  520-7990  (fax) 

1. 5.7.8. 9 

The  Lighthouse 

111  East 59th St 
New  York,  NY  10022 
(800)  334-5497 
I (212)821-9200 
(212)  821-9713  (TTY) 

(212)  821 -9705  (fax) 

1,2,3,7,8 

VIEWS  for  the  Visually 
impaired 

95  Wareside  Rd 
Etobicoke,  ON  CAN  M9C  385 
(416)  620-1410 
(416)  620- 1472  (fax) 

1.2.3.4.66.7.8.9. 10 

mjigo 

Nationai  Vitiligo  Foundation 

PO  Box  6337 

Tyler,  TX  7571 1 

(903)  534-2925 

(903)  534-8075  (fax) 

iSl  73071 .33@comouserve.com 

1. 2.5.9. 10 


Von  Hlppol-Undau 
Syndrome 

See  also:  Ataxia,  Balance 
Disorders  & Dizziness,  Brain 
Tumors,  Visual  Impairments 

Von  Hippei-Lindau  Syndrome 
Family  Alliance 

171  Clinton  Rd 
Brookline,  MA  021 46 
(800)  767-4845 
(617)  232-5946 
(61 7)  734-8233  (fax) 
iSl  VHL@piDeline.com 
1,2,3,4,5,6,7,8,9,10,11  (BBS 
goes  online  Jan.  15,  1995;  call 
for  details);  outpatient  clinics  in 
US  and  other  countries 

Von  RecMInghausen 
Disease 

See:  Neurofibromatosis 

Weber  Syndrome 

See:  Sbjrge-Weber  Syndrome 

Wegener  Granulomatosis 

See  also:  Autoimmune  Disorders, 
Granulomatous  Disease 

Wegener’s  Granulomatosis 
Support  Group 

POBox  1518 

Platte  City,  MO  64079-1518 
(800)  277-9474 
(816)858-4444  (fax) 
1,2,3,4,5,6,7,10 

Werdnlg-Hotfman  Disease 

See:  Spinal  Muscular  Atrophy 

WhlstHng  Face  Syndrome 

See:  Freeman-Sheldon  Syndrome 

White  Matter  Disorders 

See:  Leukodystrophy 
Williams  Syndrome 

See  i.'.so:  Autism,  Attention  Deficit 
Disorder,  Growth  Disorders,  Heart 
Disorders,  Learning  Disabilities 

CAWS:  Canadian  Association 
for  Williams  Syndrome 

c/o  Cathy  Wilson 
POBox  21 15 

Vancouver,  BC  CAN  V6B  3T5 
(403)  887-5257 
1.4,66,7,9, 10:  clinic  in  Toronto 

Williams  Syndrcme 
Association 

PO  Box  297 

Clawson,  Ml  48017-0297 
(810)  541-3630 
(810)541-3631  (fax) 

1 ,2,3,4,5,6,7,9, 10;  regional  con- 
ferences, summer  camp 

Wilson’s  Disease 

See:  Liver  Disorders 

WIskott-AWrlcIi  Syndrome 

See:  Immune  Disorders 
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KtytoServ^ 

1.  Periodlcal/newsletter 

2.  Other  pubiications 

3.  Videos 

4.  NetwcfWng/matching 

5.  Local  chapters 

3.  National  conferences 
7a  Referrais  to  local  resources 

8.  Nftional  advocacy  efforts 

9.  F/M  research 

10.  Maintain  registry  of  individu- 
als with  this  condition 

11.  Electronic  bulletin  board  (BBS) 

WoH-Hirschlioiii  Symlroitie 
(4H 

Wolf-Hirschhom  Syndrome 
Support  Group  rind  Newsletter 

5536  Virginia  ()t 
Amherst,  OH  44C01 
(216)282-1460 
1.4,6 

4p-  Parent  Network 

c/o  Becky  & Tom  Richardson 
3200  Rivanna  Ct 
Woodbridge,VA22192 
(703)491-0309 

1.4.6.10 

Wolf-Parkinson-White 

Syndrome 

See:  Grov^h  Disorders 

Wolman  Syndrome 

See:  fay-Sachs  Disease 

X-Linked  Centronuclear 
Myopathy 

See:  Myotubular  Myopathy 

X-Linked  Myotubular 
MyopaBiy 

See:  Myotubular  Myopathy 

Xeroderma  Pigmentosum 

Xeroderma  Pigmentosum 
Registry 

c/o  W.  Clark  Lambert,  M.D.,Ph.D 
UMD-NJ  Medical  School 
Dept  of  Pathology,  Rm  C-520 
1 85  S Orange  Ave 
Newark,  NJ  07103-2714 
(201)  982-6255 
(201)  982-7293  (fax) 

7.10 

Zellweger  Syndrome 

See:  Leukodystrophy 
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No  Longer  Alone 

Matching  organizations  help  parents  find  each  other 




'■■  ■ 
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Julie  Gordon  wanted  to  help  people  avoid  feeling  as 
she  did  when  she  left  the  hospital  with  her  firstborn 
child  and  no  answers.  Her  baby,  Jessica,  had  suf- 
fered severe  brain  damage  during  delivery  and  after 
all  the  tubes,  wires  and  seizures,  was  finally  placed  in 
her  mother’s  arms  with  the  doctor’s  proclamation,  “Wait 
and  see...  We  can’t  fix  her.” 

When  Jessica  was  six,  Julie  started  MUMS,  Mothers 
United  for  Moral  Support, 
an  international  matching 
organization  that  now, 
after  15  yeais,  has  more 
than  5,200  merabers.  Julie 
and  volunteer  workers 
keep  a database  of  chil- 
dren, diagnosed  and  undi- 
agnosed, to  match  parents 
with  each  other  for  sup- 
port. 

Like  most  matching 
organizations,  MUMS 
began  with  a phone  call. 

After  Jessica  was  diag- 
nosed with  cerebral  palsy, 

Julie  got  the  names  of 
three  other  mothers  whose 
children  also  had  cerebral 
palsy.  They  met  for  the  first  time  around  Christmas,  and 
talked  late  into  the  night. 

The  group  grew  by  word  of  mouth,  with  people  com- 
ing from  a 30-mile  radius  of  Julie’s  home  in  Green  Bay, 
Wisconsin.  When  her  database  went  from  index  cards  to 
a computer,  a national  information  clearinghouse  in 
South  Carolina  began  to  refer  people  to  her  from  around 
the  country,  and  the  local  support  group  became  a 
nationwide  network. 

Clearinghouses  and  groups  such  as  NORD  (National 
Organization  for  Rare  Disorders)  and  the  Alliance  for 
Genetic  Support  Groups  are  good  resources  for  informa- 
tion about  specific  disabilities  and  referrals  to  existing 
groups.  However,  such  groups  do  not  keep  track  of  chil- 
dren who  are  undiagnosed.  And  many  parents  have  chil- 
dren with  rare  conditions,  more  than  one  disability  or 
unique  family  situations  like  twins  or  adoption. 

Matching  groups,  both  national  and  international  (see 
sidebar),  can  help. 

Common  Ground 

• Christine  Barr  and  Nancy  Bush  each  have  a child  with  a 
chromosome  7q  deletion.  Christine,  who  lives  on  Lcng 

A' 


[Above]  CHASER 
co-founders  James  and 
Anita  Myers  visit  son 
Donny  ojlei*  his  third 
open-heart  surgety. 
[Right]  Donny  bounces 
back  with  a smite. 


Island,  New  York,  and  Nancy,  who  lives  in  Driggs,  Idaho, 
met  through  a Search  letter  in  Exceptional  Parent  mag- 
azine in  1992.  That  year,  they  and  four  other  parents 
started  Chromosome  Deletion  Outreach,  a matching 
group  for  all  conditions  caused  by  chromosomal  dele- 
tions, additions  and  inversions.  The  group  has  jcowa 
from  20  to  275  members. 

At  first,  Cliristine  wanted  to  talk  to  a parent  who  had 
a child  exactly  like  hers.  Instead,  she 
found  a lifelong  friend. 

Christine’s  five-year-old  daughter,  Tyler 
Marie,  is  just  starting  to  use  a walker, 
had  open-heart  surgery  and  is  enrolled  in 
a special  school.  Nancy’s  son,  Daniel,  10, 
attends  public  school  and  moves,  says 
his  mom,  “at  the  speed  of  light.”  Both  are 
non-verbal. 

“No  two  children  are  exactly 
the  same,”  said  Christine,  who 
sees  common  experiences 
shared  by  all  parents  of  chil- 
dren with  disabilities.  “We’ve  all 
been  thi'ough  learning  that 
there  is  something  wrong  with 
our  child,  the  hiut,  the  disap- 
pointment, the  fear.” 

Nancy  added,  “This  group  is 
the  one  place  where  we  can  brag  about  our  kids.” 
Sometimes  a support  group  will  start  from  a match, 
but  some  conditions  are  so  rare,  there  will  never  be 
enough  parents  to  form  a separate  group.  “There  are 
more  common  chromosomal  anomalies  like  Down  syn- 
drome and  Trisomy  18,  but  there  are  also  conditions 
even  more  rare  than  chromosome  7 deletions,”  said 
Christine.  “So,  we’re  kind  of  all  together.” 

According  to  Nancy,  the  group’s  greatest  accomplish- 
ment has  been  getting  professionals  to  refer  families  to 
them  and  to  other  matching  organizations.  She  hopes 
for  the  day  when  professionals  will  stop  telling  parents, 
“You  are  the  only  one,”  and  start  telling  them,  “There  is 
a place  you  can  go.” 

A Family  Affair 

Like  many  other  parents  of  children  with  disabilities, 
Anita  and  James  Myers  left  the  hospital  after  the  birth  of 
their  second  son  and  entered  the  information  void. 
Within  five  hours  of  a normal  birth,  their  son,  Donny, 
was  carted  off  to  intensive  care  and  diagnosed  with 
hypoplastic  left  heart  syndrome.  The  Myers  were  given 
less  than  20  minutes  to  decide  on  a hospital  transfer  and 
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surgery.  They  were  told  not  to  get  their  hopes  up. 

After  Donny’s  surgery,  they  were  not  told  much  of 
anything. 

“We  had  to  become  our  own  detectives,”  said  James, 
who  said  often  one  phone  call — even  a long  shot— can 
lead  to  another. 

In  1993,  when  Donny  was  three  years  old,  the  Myers 
started  CHASER — Congenital  Heart  Anomalies  Support, 
Education  and  Resources — now  an  international  match- 
ing organization  for  parents  of  children  who  have  heart 
disorders  along  witli  any  additional  disabilities. 

The  Myers  live  in  Swanton,  Ohio,  a suburb  of  Toledo. 


They  call  themselves  “everyday  people”  from  “small- 
town, USA.”  But,  “into  the  wee  hours  of  the  morning,” 
Anita  and  James  are  making  matches  across  the  globe, 
sharing  resources  with  a doctor  in  Israel  or  a parent  in 
Japan,  putting  out  a newsletter,  telephoning,  typing  or 
faxing.  Their  sons  Danny,  9,  and  Donny,  now  almost  5, 
help  fold  and  staple.  “It’s  a special  family  time,”  said 
James. 

According  to  Robin  Twitty,  the  Myers  have  spread  the 
spirit  of  family  far.  Her  five-year-old  daughter,  Kaitlin, 
has  CHARGE  syndrome,  a group  of  associated  disorders 
which  often  includes  heart  defects.  Through  CHASER, 

Robin  has  met  parents  of 
older  children  who  help  to 
demystify  her  daughter’s 
future. 

“You  don’t  want  to  talk 
about  the  bad  things,  like 
how  close  we  came  to  los- 
ing her,  but  when  you  do, 
and  someone  says  ‘Yeah,  we 
went  through  that  too,'  you 
really  start  talking,”  she 
said. 

Recently,  another  CHAS- 
ER mom  surprised  Robin  by 
driving  two  and  half  hours 
to  “drop  by”  the  hospital 
where  Kaitlin  was  recover- 
ing from  surgery.  “You  feel 
this  connection,  like  they 
live  next  door,”  Robin  said. 

Someone  To  Turn  To 

Many  matching  organiza- 
tions across  the  country 
and  world  are  run  by  par- 
ents who  remember  all  too 
well  the  lonely  drives  to  and 
from  medical  centers  and 
hospitals.  And,  as  more 
matches  are  made,  new  sup- 
port groups  continue  to 
form.  Joan  Weiss,  executive 
director  of  the  Alliance  of 
Genetic  Support  Groups, 
sends  people  free  informa- 
tion kits  on  how  to  start 
their  own  groups.  You  don’t 
need  a college  degree,  she 
said,  but  you  do  need  time, 
a supportive  family,  a big 
kitchen  table  and,  “the  abili- 
ty to  look  into  the  future 
and  see  how  important  it  is 
that  other  people  have 
someone  to  turn  to.” 

— Andrea  Ka'me7is 


Matching  Resources 

The  following  organizations  do  parent-to-parent  matching  and  refer  parents  to  local  resources. 

They  are  in  contact  with  each  other  and  other  groups  worldwide.  Some  charge  a nominal  membership 
fee.  Each  listing  is  followed  by  a brief  description  of  the  conditions  with  which  the  group  deals. 


Association  of  Birth  Defect 
Children 

827  irmaAve 
Orlando,  Florida  32803 
(800)  313-2232  (answering 
machine) 

(407)  245-7035 

All  birth  detects,  especially  those 
linked  to  exposure  to  environmental 
toxins  such  as  medication,  pesti- 
cides, radiation  and. Agent  Orange; 
new  research  being  done  on  Gulf 
War  babies. 

Association  for  Neufometaboiic 
Disorders 

Cheryl  Volk 
5223  Brookfield  Ln 
Sylvanla,  OH  43560-1809 
(419)  885-1497 
Glactosemla,  Maple  Syrup  Urine 
disease,  Biotinidase,  PKU  and  other 
metabolic  disorders. 

CHASER:  Congenital  Heart 
Anomalies  Support,  Education 
and  Resources 

Anita  and  James  Myers 
2112  N Wilkins  Rd 
Swanton,  OH  43558 
(419)  825-5575 
(419)  825-2880  (fax) 

Congenital  heart  defects  and 
acquired  heart  disorders;  any  dis- 
ability accompanied  by  heart  prob- 
lems. 

Chromosome  Deletion  Outreacli 

PO  Box  532 

Center  Moriches,  NY  1 1 934 
(516)  878-3510  or 
(208)  354-8550 

Chromosome  deletions,  additions 
and  Inversions. 


Contact  A Family 

c/o  Harry  Marsh 
170  Tottenham  Court  Rd 
London  W1P0HA 
England 

(01144)71-383-5555 
All  disabilities. 


MUMS:  Mothers  United  for 
Moral  Support 

c/o  Julie  (^don 
150  Custer  Ct 
Green  Bay.  Wl  54301-1243 
(414)  336-5333 
(414)  339-0995  (fax) 

All  disabilities. 


National  Parent-to-Parent 
Support  and  Information 
System 

c/o  Kathleen  Judd 
PO  Box  907 
Blue  Ridge,  GA  3051 3 
(800)651-1151  (V/TTY) 

(706)  632-8822  (V/TTY) 

(706)  632-8830  (fax) 

Special  health  care  needs  and  rare 
disorders. 

Rate  Chromosome  Disonter 
Group 

Edna  Knight 
Harrow  Weald 
160  Locket  Rd 
Middlesex 
England 

(01144)81-963-3557 
Rare  chromosomai  disorders. 

Search  ft  Respond 

c/o  Exceptional  Parent 
209  Harvard  St,  Ste  303 
Brookline.  MA  02215 
(617)  730-5800 
(617)  730-8742  (fax) 

Ali  disabliities. 


other  Resources 

The  following  groups  provide  infor- 
mation on  specific  disabilities  and 
refer  parents  to  support  groups  and 
other  resources.  They  may  provide 
some  matching. 


Alliance  of  Genetic  Support 
Groups 

Joan  0.  Weiss 

35  Wisconsin  Circle,  Ste  440 
Chevy  Chase,  MO  20815-7015 
(800)  336-4363 
(301)654-0171  (fax) 

Pmvides  free  kits  on  how  to  start  a 
support  group  and  Information  on 
genetic  disorders;  no  direct  parent- 
to-parent  matching. 

Lethbridge  Society  for  Raro 

Diseases 

#2-740  4lhAveS 
Lethbridge,  Alberta  T1 J 0N9 
Canada 

(403)  329-0665 
(403)  329-0089  (fax) 

Provides  literature  on  rare  disorders 
(using  the  database  from  NORD) 
and  does  parent-to-parent  match- 
ing within  Canada. 

NORO:  National  Organization  for 
Rare  Disorders 

PO  Box  8923 

New  Fairfield,  CT  06812-1783 
(800)  999-6673  (voice) 

(203)  746-6927  (TTY) 

(203)  746-6481  (fax) 

A confederation  of  volunteer  agen- 
cies. Sends  literature  with  informa- 
tion on  specific  rare  disorders  and 
makes  referrals  to  support  groups 
or  matching  groups.  Paid  members 
have  access  to  direct  parent  net- 
working. Membership  $25/yr. 
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THE  RIGHT  DECISION 

New  England  Villages  is  a private,  non-profit  resi- 
dential community  nationally  recognized  for  its 
commitment  to  personal  care  and  a supportive 
family-like  environment  We  provide  a full-range 
of  opportunities  for  your  family  member  In  a non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  In  very  attractive  modern  homes  or  apartments 
set  on  a beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a supervised  work  set- 
ting.  A wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A private  endowment  and 
minimal  dependency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron,  Ph.D.. 

Executive  Director  for  information 
and  a descriptive  brochure.  A.  visit 
to  New  England  Villages  may  help 
you  make  the  right  decision. 

new  england  villages  inc 

A Model,  Supportive  Community 
For  Mentally  Retarded  Adults 

664EP  School  Street.  Pembroke.  MA  02359  (617)  293-5461 


leckey! 

ASSIgTiVi  TiCHNOLOQV  PRODUCTS 

JAMES  LECKEY  DESIGN  INC 

360  MERRIMACK  STREET.  RIVERWALK.  BUILDING  5 

LAWRENCE.  MA  01843 

TEL  15081  691  5220.  TAX  (500)  691  5230 

For  further  information,  demonstrations 
and  assessment  assitlenco; 

Call  1 800  532  5390 
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Moonbeams 

Creative  clothing  for  children 


Announcing  theji^iter  Suit 
for  infants  & To^rs  mth  Gastrostomy  Tubes. 


This  design  in  100%  cotton  features  a decorative  yatch  that  oyens 
to  allow  for  feedings.  $24  sliort  sleeve  $28  Long  sleeve 

other  mUj/Uvc  clothing  styles  avallM  by  custom  order; 
call  us  <twd  discuss  your  child's  fecial  needs. 


Moonbeams  ^ carol  sefer 

2026  Murray  HtH  Road  Cleveland  OH  44106  2 1 6/72 1 -4 1 00 


You’re  looking  at  scalamobilTa  remarkable  system 
designed  to  uke  on  the  toughest  stairs.  Fully  automatic 
safety  brakes.  Only  42  pounds,  it’s  half  the  weight  of 
other  systems.  Folds  to  the  size  of  a large  briefcase. 

For  more  about  scalamobili 
and  other  alber^products, 
call  and  find  out  what’s  next. 

TicftMomAifKirnia  me 

307  Bacon  Road  • Rougemont  North  Carolina  27572  * (919)477- 1387 • fax  (919)  477-2294 
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tm  >6619 


FOR  CHUOREN  AND  ADULTS  WHO 
REQUIRE  A RESTRAINED  ENVIRONMENT 

• Reduces  child's  falls  and  Injuries 

• Passively  controls  wandering 

• Helps  maintain  muscle  tone  by  safety 
atiowing  freedom  of  movement 

• Minimizes  stress  for  child  and  family 

• Accomodates  child  through  adult  size 

• Has  calming  effect  by  making  child  feel 
more  secure 

• Actually  conditions  child  to  fall  asleep 

• Has  versatile  design  to  allow  for  lines 
from  medical  equipment 

• Has  bedskirt  and  border  to  match  decor 
of  child's  room 

• May  be  used  to  provide  a protected 
perimeter  for  self  abusive  patients 

• Could  be  covered  by  private  insurance 
or  Medicare 

♦OTHER  MODELS  AVAILABLE 


2000 

Enclosed  Bed  Systems 

77te  More  Humane  Way  To  Protect  and  Care  for  Patients  at  Home 


For  More  Information  Call  ¥£1L  PRODUCTS  INC.  Toledo,  Ohio 

1-800-235-VAlL 


Circl«#33 


Absolutely  No  Rinsing  Required 

Just  Apply  Massage  Towel  Dry  Comb  & Style 


Less  than  5 mimites  for  a cleansing  shampoo 

No-Rinse®  Body  Bath 

Less  than  10  minutes  fora 
refreshing  bath 


No  longer  is  bathing  an  ordeal 


Truly  Out  of 
This  Worklt 
Nil  Rtnsr 
Shompoa 
■imi  No-Kinso 
UovU  H.ilh  «ui-  iiM-vt 

hv  N \SA  s ii>lnmiU)t> 
on  all  of  llmr  **p.uo 
flipjifs,  .iiul  aro  available 
tin  all  ftituir  mi '.'•ions. 


7Vii' ony/iia/  iioii'r/iism.vj  fmir 

lOlif  /’I'tfv  I 


For  Information 
and  Samples: 

^00 1-.  I'ranklin  St , 
CVnlorville,  Ohio  4S4S^ 
loll  Flee  1-800-223-^048 
FAX  l-Sn-4  33-0779 

Made  in  I'S  A 
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How  Ihi  You  Auswop  YOup  Telephone 
KYenHaveDifflciiltles?? 


Ufis  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  handS'FREE 
Speak  from  a distance 
Automatically  hang  up 


QpHepKewhyCaliiiig 

1-800-B47-8887 

AmiUible  in  Black  or  iMifc 

— 4b 


Clear  speaker  phone 
Dial  out  by  using  the  sip 
iind  puff 

No  specud  installation ' 


TEMASEK 


TKI.KI’IIONKINC. 

21  Alipoit  Blvd.  «G.,  So.  San  Francisco,  CA  9t080 


Cird««131 


Rock  N'  Roll  CYCLES 

Custbm  fitted  fun  for  ail  ages! 


Only  from  the  naiion's  #7 
manufacturer  of  cribs  and  youth  beds 


230  Grider  Street 
Buffalo,  NY  14215 

Moo-L6e-H'^ia> 


p/mmnp 

jnJirrJuniLyj 

Manufacturing  Co.  Inc. 


Circla#44 


* Improves  coordination, 
postural  control  and 
muscle  tone, 

* Provides  independence. 

* Secured  in  center  with 
belt  or  scat. 

* Trade-in  policy. 

* S.M.L 

* Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


* Prone  or  supine  .support. 

* Contour  lines  that  allow 
use  of  arms  and  legs. 

* Straps  to  secure  person 
on  float. 

* Pi  I low  for  head  su  pport . 

* S,M.L 


AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  EUist  B Avenue 
Plainwell,  MI  49080 
(616)  349-9049 


ERIC 
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Obviously,  a computer  program 
can’t  take  the  place  of  a good  teacher. 
But  the  Early  Learning  .series  from 
Marblesoft  is  a too!  that  helps 
teacheis  keep  learning  fun  for  early 
elememaiy  and  special  education 
students. 

The  software  is  easy  to  use  - for 
both  the  student  and  the  teacher.  And 
when  used  with  a speech  synthesizer, 
there's  the  added  advantage  of  a 


human-sounding  voice  that  praises 
right  answers  and  gently  encourages 
the  student  after  wrong  ones. 

For  more  information  and  a 
complete  product  catalog,  please  call 
(612)755-1402. 

MARBLESOFT 


12301  Genital  Ave  N E . Blame.  MN  5M34 
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Mac  "Musieware"  " 

“Multiple  AccesS" 
Leaming  Through  Song 

The  Rodeo 't 
Teen  Tunes* 

Away  We  Ride*t 
Old  MacDonald's  Farmt 
Five  Little  Ducksf 
My  Action  Bookf 
Make  It  Got 
Best  of  kidTECHt 
Five  Green  & Speckled  Frogsf 
Monkey's  Jumping  On  the  Bedt 


* Software  appropriate  for  teens  with  multiple  disabilities, 
t Software  appropriate  for  all  early  childhood  students. 


ACCESS  OPTIONS: 
Mouse,  TouchWindowi®, 
Single  Switch,  IntelliKeys® 
Kc:nx®  witli  Key  Largo™ 

^ (Overlays  available) 

kidTECH/SoftTouch 

Write  or  call  for  brochure  today 
3204  Perry  Pi 
Bakersfield,  CA  93306 
Ph  805-873-8744  fax  805-871-9679^ 
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Wear  Ever  B<vs:MIU  to  Moderate 
krcoatbretKe.  8 a.  capacity. 


Wear  Ever  Missy:  Mild  to  Moderate 
Incontinence.  8 a capacity. 


WEAR*EVER 

THE  FREEDOM  TO  GO  WHEREVER  YOU  WISH’ 

Intrcxiucing  WEAR«EVER':  The  first  family  of  washable,  reusable 
incontinence  underwear  that  outperforms  disposables.  ^ 

The  secret?  WEAR-EVER  underwear  is  made  exclusively 
with  HypersorbT  a revolutionary  fabric  with  extraordinary 
absorbency  and  quick-drying  properties. 

In  fact,  WEAR-EVER  underwear  holds  up  to  450cc  of 
urine -15  ounces-  without  leakage,  and  that  means 
greater  comfort,  confidence  and  freedom. 

Plus,  WEAR'EVER  underwear  can  be  washed  up  to 
200  times  without  losing  its  absorptive  powers.  Which 
means  you’ll  save  at  least  $1,300*  a year  over 
disposables. 

WEAR'EVER.  All  sizes.  Lightweight.  Fashionable. 
Environmentally-friendly.  And  guaranteed  for  one  year  or 
your  money  back. 

To  order,  or  for  more  information,  please  call: 

1-800-550-4MOM 


Wear  Ever  Pull-Up:  Fa  Severe 
Incondnence.  IS  or.  capacity. 


Wear  Ever  Butlerllv: 

Fa  Severe  Incontinence 
15  a.  capacity. 


TNViHEALTHCARE  PRODUCTS  INC.  ^ 

307  Bacon  Road  • Flougemont  NC  27572  • (919)  477-1387  • Fax  (919)  477-2294 


* Based  on  rescan 


lar^  by  TMI 
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Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

> Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

> Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked! 

Can  operate  while  in  water! 

• Multi-directional! 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

> Battery  ope::ated  & no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 
Barrier  Free  Lifts,  Inc, 

P.O.  Box  4163  • Manassas,  VA  22110 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 


2 ii^ 
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Meeting  Street  Center 

Assistive  Technology  Center 

The  mission  of Meeting  Street  Assistive  Technology  Center  is  to  enable  people 
to  maximize  their  — 1|&  independence  in  school, 

work,  home  and  community  environments  through 

the  use  of  the  most  appropriate  assistive 

devices  available.  For  more  information 

contact  Danielle  King  at  (^^0  438-9500  ext.  260 

or  to  make  a referral  for  an  evaluation,  please 

contact  Kris  Auger  at  (401)  438-9500  ext.  299. 

667  Waterman  Avenue,  East  Providence,  Rhode  Island,  02914 
(401)  438-9500  (401)  438-3760  FAX  (401)  438-3690  TDD 

Meeting  Street  Center  is  the  local  affiliate  for  the  National  Easter  Seal  Society 

TEACHING  SKILLS  ^ TOUCHING  HEARTS  # CHANGING  LIVES! 
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J-Jow  <lo  you  talee  a sit-down 
sliLOwei*?  ~P~^ow  does  a smW  ^o 
np  and  down?  do  astronauts 

^o  to  tlie  Latlrroom? 


Hot  water  might  just  be  the  best  problem 

solver  around.  This  comfortable,  movable,  contoured 
shower  chair  lets  you  soak  it  in  without  a care.  Our 
Ceratherm  shower  with  thermostatic  control  makes 
you  feel  even  more  at  ease. 


Talk 
about  youi 
awkward 
situations.  . ' 

Astronauts  f 
first  strap  ^ 
themselves  m . . 
with  foot^ 

and  thigh  < ^ 
restraints.  They've  got  a toilet  bowl  but  no  water  Instead,  12  air  ^ 
jets  underneath  the  seat  propel  everything  into  a storage  tank. 


/T- 


Our  Multi-System 
closest  anyone's 
sink.  It  adjusts ^ 
accommodate 
With  back  trouble, 
or  in-between. 


Lavatory  is  the 
come  to  a portable 
, very  quickly  to 
! wheelchairs,  those 
[I  or  anyone  tall,  short 
' It  even  slides  to 


the  left  or  to  the  right. 


Ovcryonc  goes  fo  tlie  l^atlirooni.  In  ver>-  different  circumstances.  Still,  it  sliould  always  feel  inviting. 
Private.  Relaxing.  It  sliould  lie  a cliance  to  feel  free.  To  tliat  end,  American  Standard  offers  tlie  liiggest  choice 
of  smartly  designed,  stunningly  designed  acccssilile  products  anywhere.  We’ll  also  answer  all  your  questions. 
Hven  if  we  have  to  ash  NASA.  Just  call  us  at  1 -800- 624-9797,  Hxt.  469.  4MffiS0tfS^dltn^ 
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SPECIAL  INTRODUCTORY 
SAVINGS  OFFER! 

**REAL  " underwear  just  like 
^Mommy^s  & Daddy^s^ 
but  with 

special  moisture-proof 
**Dri-Gard  Barrier^ 
with 

Pads  that  Gel  to 
keep  wetness 
inside  the  pad! 

Offer  # I ...  ^ 

Package  includes: 

One  (1)  Girls  or  Boys  Training  Pants 
One  (I)  Bag  20  Training  Pads 
Normal  Retail  Price  of  tnese  items..  $16.50 
Special  introductory  savings  • 150 

You  Pay  Only $1S>00 


TRAINING  SYSTEM 
• Panties  & Briefs  plus 
• **T^  Shaped  Pad  for 
custom  fit 


Offer U 2...  I!ll 
Package  includes: 

Three  (3)  Girls  or  Boys  Training  Pants 
Three  fSJ  Bags  60  Training  Pads 
Normal  Retau  Price  of  these  items..  $49.50 
Special  introductory  savings  - 6.00 

You  Pay  Only $43.50 


, 

{Name, I 

lAddress 

iCity I 

! State/Zip j 

Please,  Rush  My  Introductory  I 

I Offer  of  Prevent  Plus.  I 

I (Please  check  the  offer  you  desire)  | 

I m Offer#!  - $15.00  + $3  ship.  | 

I m Offer  #2  - $43.50  + $3  ship. 


Pant  SIZE  CHART  Waist  Hips 

Weight 

Boys 

4T 

20-2r  19-20" 

28-38  lb. 

Boys 

6 

21-22"  21-23" 

39-49  lb. 

Boys 

8 

22-23"  24-26" 

50-59  lb. 

Girls 

4T 

2V/2-22"  19-20" 

28-38  lb. 

Girls 

6 

22»/2-23"  21-23" 

39-49  lb. 

Girls 

8 

23Y2-24"  24-26" 

50-59  lb. 

(Please  check  the  style  and  size  required) 

Style:  Boys Girls 

Size:  4T  6 8 


I Enclosed  please  find  a ^check  or | 

I Money  Order  in  the  amount  of  $ . i 

I Sorry  no  COD’s.  payable  to:  t 

HUMANICARE  INTERNATIONAL 
j 1471  Jersey  Avenue,  » 

I North  Brunswick,  New  Jersey  08902  I 

I ^ EP19S  t 
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''Now  I can  see  my 
beautiful  (taughter 
flourishing  and  nts^ 
progress  that  I never  thought 
possible!  Thank  goodness  for 
a place  like  this  school'^ 

-Parent 

Intensive  Program 


When  you  feel  that  there  isn’t  any  answer, 
when  you  feel  there  are  no  other  options 
available,  DWIT  GIVE  CIPI  Our  Intensive 
Program  makes  a difference  or  students 
wi^  serious,  challenging  behaviors. 

We  accept  students  who  require  the 
specialize  care  that  other  schools  just 
cannot  provide.  We  give  our  students 
stateof-theart  educational  and  residential 
programs  free  of  painful  aversives  and 
excessive  medication. 

Many  of  our  students  arrive  at  the  New 
England  Center  for  Autism  after  having 
had  a long  history  of  rejection  and  failure. 
With  us  they  receive  intensive,  positive, 
behavioraliy  oriented  treatment  that  focus- 
es on  developing  the  coping  skills  and 
appropriate  behaviors  which  enable  them 
to  live  and  work  successfully  with  mini- 
mum support  Intensive  Program  students 
participate  in  the  full  range  of  academic, 
community,  and  recreational  activities  pro- 
vided for  all  of  our  students. 


LetTheNew  England  Center  for 
Autism  make  a positlue  difference  in 
your  child's  life. 

For  more  information  on  our 
intensive  Program,  please  contact 

CatheHzie  Welch,  MEd,  Direct 
Admissions. 


The  New  England  Center  for  Autism 
33  TunipUie  Road,  Southboro,  MA  01772 
(508)481-1015 

Just  20  miles  from  Boston 
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EVEgWVEAR  WE 
■NTRODUCSE  THOUSANDS 
OF  MOTORISTS  TO  THE 
JOVS  OF  TRAFFIC  JAMS. 
potholes  ANP  PEOPI-E 
WHO  DRIVE  WITH 
THEIR  BLINKERS  ON. 


ANP  WE’RE  NOT  THE 

■ EAgsT  BIT  sorry: 


In  fact,  we  couldn’t  be  more  pleased.  We  know  that 
for  most  people,  the  ability  to  get  out  on  the  road 
even  with  a few  minor  irritations —is  an  essential  part 
of  an  active  and  independent  lifestyle. 

That’s  why,  years  ago,  we  became  the  first  auto- 
motive company  to  establish  an  assistance  program 
for  people  with  disabilities.  Since  then,  Chrysler’s 
Automobility  Program  (formerly  the  Physically 
Challenged  Assistance  Program,  or  P-CAP) 
has  helped  thousands  of  people- 
drivers  and  passengers  alike— achieve  a 
lifestyle  of  independence  and  freedom  that 
may  not  have  been  possible  otherwise.  CHRYSLER 

We'd  like  to  tell  you  more  about  the  W CORPORATION 


program  details.  Cash  reimbursements  of  up  to  $1,000 
for  adaptive  driving  or  passenger  aids  installed  on  new 
Ram  Vans  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  cars,  trucks  and  minivans.  A 
friendly,  knowledgeable  Automobility  Support  Center 
to  help  answer  all  your  questions.  And  Chrysler  Credit 
financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
people  with  disabilities  than  any  other  auto- 
motive company.  So  call  us,  or  contact  your 
local  Chrysler  Corporation  dealer,  for  more 
Information.  And  let  us  show  you  how  Auto- 
mobility can  contribute  to  an  active,  mobile 
lifestyle.  You  won’t  be  the  least  bit  sorry. 


For  more  information  and  a video  on  the  Automobility  Program,  call  us  at  (800)  265-9877. 
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he  people  of  Toys  for  Special  Children  have 
sought  to  create  a new  world  of  play  for  children 

with  disabilities,  through 
the  development  of 
specially  adapted  toys, 
capability  switches, 
activity  centers, 
augmentative 
communication  aids, 
and  countless  other 
special  devices. 


“Dr.  Kanor’s  devices 
have  benefits 
beyond  words” 

-The  New  York  Times- 
Oct.  20th,  1991 

A unique  resource  for 
technology  which  can  be 
used  to  increase,  maintain, 
or  improve  functional 
capabilities  of  individuals 
with  disabilities. 


Special  Service 

We  offer  many  standard  technical  solutions  for 
people  with  disabilities.  We  realize  that  for  some, 
special  adaptions  are  needed.  Please  call  us  so 
that  we  can  discuss  fabricating  custom  equipment 
for  your  special  requirements. 


To  get  your  catalog  call  or  write  to: 
Toys  for  Special  Children 
385  Warburton  Avenue 
Hasting-on-Hudson,  NY  10706 

800-832-8697 
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PARENT' 


Parent  Training  and  information  programs  (PTis)  are  fund- 
ed by  the  Division  of  Personnei  Preparation,  Office  of 
Speciai  Education  Programs  in  the  U.S.  Department  of 
Education.  Their  stated  mission  is  “to  provide  training  and 
information  to  parents  to  enabie  [them]  to  participate  more 
effectiveiy  with  professionais  in  meeting  the  educationai  needs 
of  chiidren  with  disabiiities.  ” 

PTis  can  heip  parents  to: 

» Understand  their  chiidren’s  specitic  needs. 

• Communicate  more  effectively  with  professionals. 

• Participate  in  the  educational  planning  process. 

• Obtain  information  about  relevant  programs,  services  and 
resources. 

For  more  information,  contact  the  National  Parent  Network  on 
Disabilities  (NPND).  1600  Prince  St.,  Ste.  1 15,  Alexandna,  vA 
22314,  (703)  684-6763  (VTfTY),  (703)  836-1232  (fax). 


CONNECTIGUT 

Tlie  Family  Center/Newington 
Children’s  Hospital 

181  E Cedar  St 
Newington,  CT  061 1 1 
(203)  667-5288  (voice) 

1 (203)  665-7976  (fax) 

Connecticut  Parent  Advocacy 
Center 

5 Church  Ln,  PO  Box  579,  Ste  4 
East  Lyme,  CT  06333 
(800)  442-2722  (voice;  CT  only) 
(203)  739-3089  (IfTTh 
(203)  739-7460  (fax) 


ALABAMA 

Special  Education  Action 
Committee 

PO  80x161274 
Mobile,  AL  36616 
(800)  222-7322  (voice;  AL  only) 
(205)  478-1208  (V/TTY) 

(205)  473-7877  (fax) 

ALA^ 

Parents  As  Resources 
Engaged 

540  International  Airport  Rd 
Ste  200 

Anchorage,  AK  9951 8 
(800)  478-7678  (voice;  AK  only) 
(907)  563-2246  (V/TTY) 

(907)  563-2257  (fax) 

Mmuk 

Pilot  Parent  Partnerships 

21 50  E Highland  Ave,  #105 
Phoenix,  AZ  85016 
(800)  237-3007  (voice;  AZ  only) 
(602)  468-3001  (V/TTY) 

(602)  468-3001  (fax) 

(After  much  1.  1 995. 602  area  code 
changes  to  520^ 

MXMSAS 

Arkansas  Disability  Coalition 

1 0002  W Markham,  Ste  87 
Little  Rock,  AR  72205 
(800)  223-1330  (VmY;AR  only) 
(501)  221-1330  (V/TTY) 

(501)  221-9067  (fax) 


I CAUFORNIA 

; Team  of  Advocates  for 
i Special  Kids 

' 1 00  W Cerritos  Ave 
! Anaheim,  CA  92805 
(714)  533-8275  (V/TTY) 

! (714)  533-2533  (fax) 

! Exceptional  Parents  Unlimited 
: 4120  N 1st  St 
i Fresno,  CA  93726 
(209)  229-2000  (voice) 

I (209)  229-2956  (fax) 

I Parents  Helping  Parents 
I 1801  Vicente  St 
i San  Francisco,  CA  941 1 6 
I (415)  564-0722  (voice) 
j (415)  681-1065  (fax) 

I Parents  Helping  Parents 
^ 3041  Olcott  St 
' Santa  Clara,  CA  95054 
j (408)  727-5775  (voice) 

! (408)  727-0812  (tax) 

! PEAK  Parent  Center 

6055  Lehman  Dr,  Ste  101 
I Colorado  Springs,  CO  8091 8 
(800)  284-0251  (voice) 

(719)  531  -9400  (voice) 

(719)  531-9403  (TTY) 

(719)  531 -9452  (fax) 


|er|c 


DELAWARE 

Parent  Information  Center 
ofDE 

700  Barksdale  Rd.,  Ste  3 
Newark,  DE  19711 
(302)  366-0152  (voice) 

(302)  366-0178  (TTY) 

(302)  366-0276  (fax) 

DISTRICT  OF  COLUMBIA 
COPE 

810  Potomac  Ave,- 1st  FI  Rear 
Washington,  DC  20003 
(800)  515-2673  (voice) 

(202)  543-6482  (voice) 

(202)  543-6682  (fax) 

aOI^A 

Family  Network  on  Disabilities 

5510  Gray  St,  Ste  220 
Tampa,  FL  33609 
(800)  825-5736  (V/TTY) 

(813)  289-1122  (V/TTY) 

(813)  286-8614  (fax) 

GEORGIA 

Arc  of  Georgia 

2860  E.  Point  St,  Ste  200 
East  Point,  (3A  30344 
(404)  761-3150  (V/TTY) 

(404)  767-2258  (fax) 

HAWAII 

Learning  Disabilities 
Association  of  Hawaii 

200  N Vineyard  Blvd,  Ste310 
I Honolulu,  HI  96817 
(800)  533-9684  (V/TTY;  HI  only) 
' (808)  536-9684  (V/TTY) 

(808)  537-6780  (fax) 

IDAHO 

' Idaho  Parents  Unlimited 

I 4696  Overland  Rd,  Ste  478 
Boise,  ID  83705 
(800)  242-4785  (voice;  ID  only) 
I (208)  342-5884  (V/TTY) 

081  342  1408  (fax) 


ILUHOIS 

Designs  for  Change 

6 N Michigan  Ave,  Ste  1 600 
Chicago,  IL  60602 
(312)  857-9292  (voice) 

(312)  857-1013  (TTY) 

(312)  857-9299  (fax) 

Family  Resource  Center  on 
DisablliUes 

20  E Jackson  Blvd,  Rm  900 
Chicago,  IL  60604 
(800)  952-4194  (voice;  IL  only) 
(312)  939-3513  (voice) 

(312)  939-3519  (TTY) 

(312)  939-7297  (fax) 

INDIAHA 

The  Indiana  Parent 
Information  Network 

4755  Kingsway  Dr,  Ste  105 
Indianapolis,  IN  46205 
(800)  964-4746  (voice) 

(317)  257-8683  (voice) 

(317)  251 -7488  (fax) 

irrsouRCE 

833  Northside  Blvd,  Bldg  #1 
South  Bend,  IN  46617 
(800)  332-4433  (V/TTY;  IN  only) 
(219)  234-7101  (V/TTY) 

(219)  234-7279  (fax) 

10^ 

Iowa  Pilot  Parents 

33  N 12th  St,  PO  Box  11 51 
Fort  Dodge,  lA  50501 
(800)  952-4777  (voice) 

(515)  576-5870  (V/TTY) 

(515)  576-8209  (fax) 

Families  Together 

501  Jackson,  Ste  400 
1 Topeka,  KS  66603 
i (800)  264-6343  (V/TTY;  KS  only) 
' (913)  233-4777  (V/TTY) 

: (913)  233-4787  (fax) 

I KENTU^ 
i KT-SPIN 

2210  Goldsmith  Ln,  #118 
Louisville,  KY  40218 
(800)  525-7746  (voice) 

(502)  456-0923  (V/TTY) 

(502)  456-0893  (fax) 

LOUISIANA 


Project  Prompt 

4323A  Division  St.,  Ste  1 1 0 
Metairie,  LA  70002 
(800)  766-7736  (voice) 
(504)  888-9111  (voice) 
(504)  888-0246  (fax) 
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PARENT  TRAINING  & INFDRMiniaM  CENTERS 


MAINE 

Maine  Parent  Federation 

PO  Box  2067 
Augusta,  ME  04338 
(800)  870-7746  (V/TTY;  ME  only) 
(207)  582-2504  (voice) 

(207)  582  -3638  (fax) 

MARYUWD 

Parents’  Place  of  Maryland 

7257  Parkway  Dr,  Ste  210 
Hanover,  MD  21076 
(410)  712-0900  (V/TTY) 

(410)  712-0902  (fax) 

Parents’  Place  of  Western 
Maryland 

23  E Frederick  St 
Walkersville,  MD  21 793 
(800)  735-2258  (TTY  only; 

MD  only) 

(301)  898-0936  (voice) 

(301)  845-2156  (fax) 

MASSACHUSEHS 

Federation  for  Children  with 
Special  Needs 

95  Berkeley  St,  Ste  1 04 
Boston,  MA02116 
(800)  331 -0688  (voice;  MA  only) 
(617)  482-2915  (V/TTY) 

(617)  695-2939  (fax) 

MICHIGAN 

CAUSE 

31 3 S Washington  Sq,  #040 
Lansing,  Ml  48933 
(800)  221 -91 05  (V/TTY;  Ml  only) 
(51 7)  485-4084  (V7TTY) 

(517)  485-4145  (fax) 

MINNESOTA 

PACER  Center 

4826  Chicago  Ave  S 
Minneapolis' MN  55417 
(800)  537-2237  (V/TTY;  MN  only) 
(612)  827-2966  (V/TT7) 

(61 2)  827-3065  (fax) 

MISSISSIPPI 

Arc/MS-Parent  Partners 

31 1 1 N State  St 
Jackson,  MS  39216 
(800)  366-5707  (V/TTY;  MS  only) 
(601)  366-5707  (V/TTY) 

(601)  362-7361  (fax) 

MI^OURI 

Missouri  Parents  Act 

1722  W South  Glenstone,  #125 
Springfield,  MO  65804 
(800)  743-7634  (voice;  MO  only) 
(417)  882-7434  (V/TTY) 

(417)  882-8413  (fax) 


MONTANA 

Parents,  Let’s  Unite  for  Kids 

MSU  Billings,  SPED  267 
1 500  N 30th 
Biiiings,  MT  59101 
(800)  222-7585  (voice;  MT  only) 
(406)  657-2055  (voice) 

(406)  657-2061  (fax) 

NEBRASKA 

Nebraska  Parents  Information 
& Training  Center 

3610  Dodge  St,  Ste  102 
Omaha,  NE  68131 
(800)  284-8520  (V/TTY;  NE  only) 
(402)  346-0525  (V/TTY) 

(402)  346-5253  (fax) 

NEVADA 

Nevada  Parent  Connection 

3380SArvil  Rd,SteJ 
i Las  Vegas,  NV  891 02 
(702)  252-0259  (voice) 

(702)  252-8780  (fax) 

NEW  HAMPSHIRE 

Parent  Information  Center 

PO  Box  1422 
Concord,  NH  03302 
(800)  232-0986  (V/TTY;  NH  only) 
(603)  224-7005  (V/TTY) 

(603)  224-4365  (fax) 

HEW  JERSEY 

Statewide  Parent  Advocacy 
Netwoi^ 

51 6 North  Ave  E 
Westfield,  NJ  07090 
(800)  654-7726  (V/TTY;  NJ  only) 
(908)  654-7726  (V/TTY) 

(908)  654-7880  (fax) 

HEW  MEXICO 

EPICS 

PO  Box  788 
Bernalillo,  NM  87004 
(800)  765-7320  (V/TTY) 

(505)  867-3396  (V/TTY) 

(505)  867-3398  (fax) 

Parents  Reaching  Out  to  Help 

1 1 27  University  Blvd,  NE 
Albuquerque,  NM  87102 
(800)  524-51 76  (V/TTY;  NM  only) 
(505)  842-9045  (V/TTY) 

(505)  842-1451  (fax) 

HEW  YORK 

Resource  for  Children  with 
Special  Needs 

200  Park  Ave  S,  #810 
I New  York,  NY  10003 
I (212)677-4650  (voice) 

! (212)  254-4070  (fax) 


! 

I 
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Parent  Network  Center 
of  New  York  State 

452  Delaware  Ave 
Buffalo,  NY  14202 
(800)  724-7408  (voice;  NY  oniy) 
(716)  885-1004  (voice) 

(716)  885-3527  (TTY) 

(716)  885-9547  (fax) 

NORTH  CAROUNA 

Exceptional  Children’s 
Assistance  Center 

P0BOX16 
Davidson,  NC  28036 
(800)  962-6817  (voice;  NC  only) 
(704)  892-1321  (voice) 
f/04)  892-5028  (fax) 

PARENTS  Project 

300  Enola  Rd 
Morganton,  NC  28655 
(704)  433-2662  (voice) 

(704)  438-6457  (fax) 

NORTH  DAKOTA 

Pathfinder  Parent  Training  & 
Information  Center 

16th  & 2nd  Ave  SW 
Minot,  ND  58701 
(800)  245-5840  (voice;  ND  only) 
(701)  852-9426  (voice) 

(701)  852-9436  (TTY) 

(701)  838-9324  (fax) 

OHIO 

Ohio  Coalition  for  the 
Education  of  Children  with 
Disabilities 

1299  Campbell  Rd,SteB 
Marion,  OH  43302 
(800)  374-2806  (voice) 

(61 4)  382-5452  (V/nY) 

(614)  382-2399  (fax) 

Child  Advocacy  Center 

1821  Summit  Rd,  Ste  303 
Cincinnati,  OH  45237 
(513)  821-2400  (V/TTY) 

(513)  821-2442  (fax) 

OKLAHOMA 

Pro-Oklahoma/Parent  Training 
and  information  Project 

191 7 S Harvard  Ave 
Oklahoma  City,  OK  73128 
(800)  759-4142  (V/TTY;  OK  only, 
parents  only) 

(405)  681-9710  (V/TTY) 

I (405)  685-4006  (fax) 

I OREGON 
! Oregon  COPE  Project 

: 999  I ocust  St 
i Salem,  OR  97303 
I (503)  373-7477  (V/TTY) 
j (503)  373-7477  (fax) 


PALAU 

Palau  Parent  Network 

POBox  1583 
Koror,  PW  76740 
(680)  488-1793  (voice) 

(680)  488-2830  (fax) 

PENNSYUfAHIA 

Mentor  Parent  Program 

Rte  257,  Salina  Rd 
PO  Box  718 
Seneca,  PA  16346 
(800)  447-1431  (voice) 

(814)  676-8615  (voice) 

(814)  677-4465  (fax) 

Parent  Education  Network 

333  East  7th  Ave 
York,  PA  17404 

(800)  522-5827  (V/TTY;  PA  only) 
(717)  845-9722  (V/TTY) 

(717)  848-3654  (fax) 

Arc  of  Lehigh  & Northhampton 

1 036  N Godfrey  St 
Allentown,  PA  18103 
(610)  434-8076  (voicel 
(610)  434-6202  (fax) 

Parents  Union  for  Public 
Schools 

311  South  Juniper  St,  Ste  602 
Philadelphia,  PA  19107 
(215)  546-1166  (voice) 

(215)  731 -1688  (fax) 

PUERTO  RIGO 

Associacion  de  Padres  por 
Bienestar  de  Ninos  Impedidos 
de  Puerto  Rico 

PO  Box  21301 
Rio  Piedras,  PR  00928 
(809)  763-466“'  (voice) 

(809)  765-0345  (fax) 

RHODE  ISLAND 

Rhode  Island  Parent 
Information  Network 

500  Prospect  St,  Wing  D 
Pawtucket,  Rl  02860 
(800)  464-3399  (voice;  Rl  only) 
(401)  727-4144  (voice) 

(401)  727-4151  (TTY) 

(401)  725-9960  (fax) 

Sj^l^OUlU 

Parents  Reaching  Out  to 
Parents  of  SC 

2712  Middleburg  Dr,  Ste  102 
Columbia,  SC  29204 
(800)  759-4776  (V/TTY;  SC  only) 
(803)  779-3859  (V/^TY) 

(803)  252-4513  (fax) 


PARENT  TRAINING  & INFORMATION  CENTERS 


SOOTH  PAKOTA 

South  Dakota  Parent 
Connection 

3701  W 49th  St,  Ste  200B 
Sioux  Falls,  SO  57106 
(800)  640-4553  (V/TTY;  SO  only) 
(605)  361-3171  (voice) 

(605)  361 -2928  (taxi 

TENNESSEE 

Project  STEP:  Support  & 
Training  for  Exceptional 
Parents 

1805  Hayes  St.  Ste  100 
Nashville,  TN  37203 
(800)  280-STEP  (voice) 

(800)  348-0298  (TTY) 

(615)  639-0125  (voice) 

(615)  636-8217  (fax) 

TEXAS 

Special  Kids 

PO  Box  61628 
Houston,  TX  77208 
(713)  643-9576  (voice) 

(713)' 643-6291  (fax) 

Partners  Resource  Network 

1090  Longfellow  Dr,  Ste  B 
Beaumont.  TX  77706-4889 
(800)  866-4726  (voice;  TX  only) 
(409)  898-4684  (V/TTY) 

(409)  898-4869  (fax) 


Project  PODER 

2300  West  Commerce,  Ste  205 
San  Antonio,  TX  78207 
(800)  682-9747  (V/TTY) 

(210)  222-2637  (V/TTY) 

(210)  222-2638  (fax) 

OTAH 

Utah  Parent  Center 

2290  E 4500  S #110 
Salt  Lake  City,  UT  841 1 7 

(800)  468-1160  (V/TTY;  UT  only) 

(801) 272-1051  (V/TTY) 

(801)  272-8907  (fax) 

VEBMONT 

Vermont  Parent  Information 
Center 

Chace  Mill,  1 Mill  St,  Box  A7 
Burlington,  VT  05401 
(800)  639-7170  (V/TTY;  VT  only) 
(802;  658-531 5 (voice) 

(802)  658-5395  (fax) 

WBGINIA 

PEATC 

10340  Democracy  Ln,  Ste  206 
Fairfax,  VA  22030 
(800)  869-6782  (V/TTY) 

(703)  691 -7826  (V/TTY) 

(703)  691 -81 48  (fax) 


One  size 
does 
not 

fit  aU! 

I^hildrcn's  Specialized  Hospital  is  dedicated  exclusively  to 
^serving  the  special  needs  of  children  and  adolescents. 

♦ Child  Study  Team  ♦ Occupational  Therapy 

♦ Learning  Disabilities  ♦ Physical  Therapy 

♦ Attention  Deficit  Disorder 

♦ Early  Intervention /Pre*Sch(x>l 

♦ Speech  and  Hearing 

♦ Psychological  Services 

♦ Rehab  Technology 


m 

w 

M 
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Cognitive  Remediation 
Day  Hospital 
Recreational  Therapy 
Augmcniativc  Communication/ 
Computer  Evaluation 
Nutritional  Counseling 


ll 
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WIBMH  ISLANDS 

Inter-Island  Parent  Coalition 

PO  Box  4402  Christiansted 
St  Croix,  VI 00802 
(809)  778-2275  (voice) 

WASHINGTON 

Touchstones 

6721  51stAveS 
Seattle,  WA  981 18 
(206)  721-0867  (V/TTY) 

(206)  721-2422  (fax) 

Washington  PAVE 

6316  S 12th 
Tacoma,  WA  98465 
(800)  572-7368  (V/TTY;  WA  only) 
(206)  565-2266  (V/TTY) 

(206)  566-8052  (fax) 

STOMP:  Specialized  Training 
of  Military  Parents 

1 2208  Pacific  Hwy  SW 
Tacoma,  WA  98499 
(800)  298-3543  (voice) 

(206)  588-1741  (V/TTY) 

(206)  984-7520  (fax) 


m 
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Childreifs 

Specialized 

Hospital 


MOtMAINSlDK  • FANWOOD  • TOMS  RIVKR 
K>r  infttr  null  ion  in  North  Jersey  call  (908)  233*3720  Kxl.  8429  »i 
hir  infonnation  m Central  and  Soulh  Jersey  call  (908)  *^14-1100  Kxl.706 


r8439 


ChiWeens  Specialized  Hospiul  was  among  5 % of  the  nation’s  hospitals  last  )tar 
awarded  “Accrcditotion  with  Commendation"  - the  highest  distinction  awarded 
by  the  Joint  Commission  on  Accreditation  of  Healthcare  Organizations. 
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VlfESTWBSINIA 

West  Virginia  Parent  Training 
& Information  Center 

Colonial  Village 
104  E Main  St,  #3B 
Clarksburg,  WV  26301 
(800)  281  -1 436  (V/TTY;  WV  only) 
(304)  624-1436  (V/TTY) 

(304)  624-1438  (fax) 

WISCONSIN 

Parent  Education  Project 
of  Wisconsin 

21 92  S 60th  St 
West  Allis,  Wl  5321 9 
(800)  231  -8382  (voice;  Wl  only) 
(414)  328-5520  (voice) 

(414)  328-5520  (TTY) 

(414)  328-5520  (fax,  call  before 
faxing) 

WYOWIHG 

Wyoming  Parent  Information 
Center 

5 N Lobban 
Buffalo,  WY  82834 
(800)  660-9742  (V/TTY;  WY  only) 
(307)  684-2277  (V/TTY) 

(307)  684-5314  (fax) 


ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  imm 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


• Physical  Therapy 

• Occupational  Therapy 

* Speech  and 
Language  Therapy 

* Communication  Aids 


' Special  Education 

> Music  Therapy 

> Special  Medical 
Attention 

> Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  otters  all  ot  these 
services  and  more.  The  experienced  statt  andwell-respected 
consultants  provide  strong  interdisciplinary  programs  tor  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 

Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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Our  software  can  help 
your  special  child! 

Laureate’s  award-winning  software  is  designed  by 
clinical  experts  to  meet  the  unique  needs  of  special 
infants  and  children.  Our  FREE  book,  Sequential 
Software  for  Language  Intervention,  tells  how 
Laureate’s  talking  programs  can  help  your  child 
build  critical  language  and  cognitive  skills. 


Call  today  for  your  FREE  copy 
of  Sequential  Software  for 
Language  Intervention, 


Call  for  a FREE 
catalog  and  book. 

1-800-562-6801 


r-T 


Laureate 

1 10  Hast  Spring  Street 
Winooski,  ri' 05404 
I-802-6S5-47S5 
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The  National  Rehabilitation 
Information  Center  (NARIC) 

■ information  and  referral  to  national  and  regional 
disability  and  rehabilitation  resource  organizations 

■ customized  database  searches  for  a nominal  fee 

■ publishes:  Directoty  of  National  Infonnation 
Sources  on  DisabiUtios  ($15);  NARIC  Guide  to 
Disability  and  Rohabilitation  Periodicals  ($15); 
Americans  with  Disabilities  Act  (ADA):  A NARIC 
Resource  Guide  ($5) 

Contact  NARIC  by  mail,  phone,  fax,  BBS,  or  E-mail 
8455  Colesville  Road,  Suite  935,  Silver  Spring,  MD 
20910-3319;  800/346-2742  (V/TT),  301/588-9284  (V/ 
TT),  301/587-1967  (Fax);  301/589-3563  (BBS); 
naric@capaccess.org  (E-mail) 
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EXCEFf lONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 

‘‘Sitting  and  lying  have  turned  to  standing  and 
walking — and  now  even  speaking.  All  skills  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program,  Lauren  can  communicate 
vAih  others  in  ways  I thought 
were  not  possible. 

Barbara  Ruben,  parent 
Canoga  Park,  California 

“ILs  changed  our  lives.  For  the 
first  time  in  four  years,  I have 
had  to  baby-proof  my  house. 

I am  thrilled!" 

Kim  Leonettt  parent 
Los  Angeles,  California 

The  M.O.V.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 

For  more  information,  contact: 


a. 


0 Rifton  For  People  With  Disabilities 
' PO  Box  901  • Rifton,  NY  12471 


800-374-3866/ext  102 
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We're  talkin'  nowl 


Why  do  the  most  successful  augmentated 
communicators  use  PRC  communication 
devices  with  Minspeak'"?  Because  they  enable 
people  to  reach  their  potential.  PRC  offers 
devices  for  virtually  every  age  and  ability. 


PRC 

& 


Prentke  Romich  Company 

1022  Heyl  Rd.  Woostar,  OH  44691 
000-262*1984  • 216-262-1904  • fax  216-263-4029 
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Throwing  items,  turning  over  furniture,  pulling  hair  . . . the  list 
continues.  For  Adam,  summers  mean  more  than  hayrack  rides  and 
swimming.  They  mean  concentrated  training,  lifeskills,  and 
measurable  gains  through  Heartspring\s  new  Summer  Intensive 
Behavior  Program. 

Adam,  10,  has  autism  and  during  his  first  few  days  of  the  summer 
pn^gram  at  Heartspring,  he  a\-eraged  about  45  acting-out  episodes  a 
day.  Heartspring  staff  members  developed  a plan  to  interrupt 
destructive  and  aggressive  heha\'iors,  and  to  teach  Adam  more 
appropriate  ways  to  cc/mmunicate  his  needs  and  frustrations. 

They  used  reinforcers,  such  as  Adam’s  favorite  foods,  raisins 
and  apples,  and  a trip  to  the  local  amusement  park.  A special  picture 
system  was  developed  to  help  Adam  communicate  his  wants  and 
express  his  feelings'.  His  program  also  included  around-the-clock 
extensive  behavior  management.  By  the  eml  of  the  seven  weeks, 
Adam’s  daily  episodes  of  acting-out  had  decreased  nearly  90  percent. 

And  what  do  Adam’s  parents  have  to  say  about  the  new 
program ! '*We  w'ere  pleased  with  the  growth  tuir  son  exhibited. 
Hearrspring’s  new  summer  program  met  Adam’s  needs  in  a diverse 
way  that  no  other  program  wv’ve  looked  at  amid.” 

To  learn  how  this  very  special  program  can  benefit  your  child, 
call  us  toilay. 

Hearfspring^s  Summer  Intensive  Beliavior  Program 
1995  Session:  June  19  to  August  3 
^Application  deadline:  March  1>  1995 


^ HEAFXSPWNG 

A lifeskills  learning  center 

2400  JARDINF  DRIVE  ♦ WICHITA.  KANSAS  C7219  4699 
I 800-  835-1043 
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the  Assisi^t  digitally 

records  16  messages  (any  voice, 
any  language).  After  recording,  an 
individual  can  play  back  each 
message  with  the  touch  of  a key. 

The  Vocal  Assistant  can  provide 
basic  speech  for  individuals  who 
are  non-verbal  because  of 

• Aphasia 

• Apraxia 

• Laryngectomy  Surgery 

• Ventilator  Dependency 

« Other  causes  of  temporary  or 
permanent  voc^  impairment 

You  can  re-record  the  messages 
whenever  you  like,  so  the  Vocal 
Assistant  can  be  customized  for 
many  situations  and  individuals. 

An  individual  can  also  use  the  Vocal 
Assistant  as  a speech  training 
device  by  playing  back  a message 
and  then  attempting  to  vocalize  it. 

Paper  overlays  are  provided  that 
slip  into  a pocket  in  the  i 6-message 
keypad,  allowing  you  to  Illustrate 
the  recorded  messages  with  words 
or  pictures. 

Vocal  Assistant  Model  II  New  for  ‘95 

Features 

• Keypad  with  overlay  pocket 

• Built-in  speaker  & microphone 

• Scan  Input  (Model  II) 

• Extended  Messages  (Model  II) 

• Speaker/Audio  output 

• Telephone  Interface  Option 

• Keyguard  Option 

gmrlabs 

1030  E.  El  Oamino  Real  #308 
Sunnyvale,  CA  94087 
408.985.7200 
FAX  408 . 243 . 3731 
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A River  Runs  Throu^  h. 


Introducing  the  River  Tank  Ecosystem! 

Your  fish  hove  been  dreaming  of  this. 

A ployground  of  sorts  where  they  move  up  ond 
down  the  ropids  ond  woterfolls.  And  where  they 
travel  from  pool  to  pool  os  they  do  in  o natural 
river  hobitot. 

Moybe  you've  been  dreoming  of  this. 

A tonk  you  never  hove  to  empty.  A tonk  thot  let's 
you  use  reel  plonts  obove  ond  below  the  woter. 

A tank  thot's  entertaining  ond  educotionol.  A tonk 
that  requires  little  mointenonce. 

It's  not  an  aquarium.  It's  not  a 
terrarium. 

The  potented  River  Tonk  Ecosystem  is  o 
dynomic,  living  hobitot  where  plants,  fish,  frogs 

ond  reptiles  interact  in  ecologicol  bolonce. 

o 
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Like  0 reel  river,  the  rushing  woter  generates  o 
heolthy,  oxygen-rich  environment.  When  the  woter 
seeps  through  the  grovel-filled  plont  covity, 
biologicol  bolonce  is  noturolly  mointoined.  And 
since  plonts  use  fish  woste  os  food,  there  is  no 
need  for  fertilizer. 

There's  a River  Tank  for  every 
environment. 

Homes.  Schools.  Workploces.  Now 
everyone  con  hove  o river  view.  The  River  Tonk  is 
ovoiloble  in  four  sizes:  RT-10,  RT-20,  RT-30  ond 
RT-45.  It's  very  affordable.  And  you  don't  need  o 
life  preserver  to  enjoy  " RiWEP 
Call  1-800-808-8822 
for  more  lirformotion  or  TANH 
the  dealer  nearest  you. 


SYSTEMS 


PO  Box  44S,  Exeter,  Rl  02822 
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A Special  Care  Facility 
Exclusively  fur  Children 

Al  Voorhccs  Pcdiairic  FaciIUy  \vc  provide  comprehensive  and  proj»ressi\  e 

subacute  health  care  for  medically  fragile  children  ages  birth  to  21  years. 

I iere's  w hy  Voorhees  Pediatric  Facility  is  the  right  choice: 

• An  alternath'e  to  acute  cure  hospitalization  — with  dramatic 
cost  savings 

• Largest  pediatnc  ventilator  unit  in  the  country’  (including  pressure  vents) 

• Strong  medical  and  rehabilitati\  e interdisciplinao  team  approach 

• In-house  developmental  pediatrician  and  medical  resident  program 

• lk>ard  certified  pediatric  pulmonologists 

• Affiliated  with  St*  Christopher's  Hospital  for  Children  and 
Cooper  Hospital’s  Child  Dc\  elopment  Center 

• Respite  care  available  at  our  lOS-l'ied  facility 

• Future  programs  - Pediatric  specialized  medical  day  and  home 
health  care 

• (faring  for  children  from  the  Mid-Allantic  states  shtce  1982 


VoQrhces  Rzdi^c 
Fodlito, 

(S>--D  ''  — A'' 


Carl  rnderland.  Administrator 
13(M  Uuirel  Oak  Road  • \'oorhees.  New  Jersey 
((M)  ^4(>^^00  • FAX  ((y()9) 

Brochure  or  video  available  upon  request. 

’^Accreditation  with  Commendation’’ 

joint  C^mimission  on  Accrediiation  of  Hospital  Orj*anizatu>n.s 
Member  Nation:il  A.ss<K‘iaii<m  of  C'hiklren's  Hospitals  and  Related  Institutions 
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The  Magic  Wand  Keyboard 

Computer  Access  that  Fits  in  a Ciassroom 

The  Magic  Wand  Keyboard  is  a miniature  computer 
keyboard  that  requires  no  strength  or  dexterity.  It  is 
used  in  schools  all  over 
the  United  States  and 
Canada,  from  kinder- 
garten through  college. 

It  gives  full  computer 
access  to  children  of 
any  age;  using  zero- 
force  electronic  keys. 

Children  with  disabilities  ranging  from  MD  to 
neurological  disorders  to  spinal  cord  injuries  can 
use  a computer,  and  mouse,  with  the  slightest 
touch  of  a wand  (hand-held  or  mouthstick). 

Your  child  can  use  the  Magic  Wand  Keyboard  in 
class,  to  do  homework,  write,  play  games.  So  can 
family  and  friends — because  it  works  just  like  any 
other  keyboard.  Simply  and  easily. 

30-day  monay-baok  guarantaa.  IBM/Appla  Mactntoah  compatible. 

In  Touch  Systems 

11  Westview  Road  ♦ Spring  Valley,  NY  10977 

800-332-MAGIC 
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Markell  is  committed  to  the  best  In  therapeutic  foot 
products.  With  an  eye  to  the  future  we  have  created  a true 
orthopedic  sneaker  for  children. 

The  TM200  Series  has  the  following  features: 

• Symetrical  straight  last. 

• Added  depth  - 3/16”  (5mm)  deeper  than  our  conventional 
straight  last  shoes,  to  accommodate  orthotics,  AFO’s  and 
internal  modifications. 

• Extended  counters  firm  enough  to  provide  support  and  stability. 

• Whole  and  half  sizes  from  Infants’  6 to  Youths’  2. 

• Widths  - a choice  of  Medium  to  Wide. 

• Removable  cushioned  insoles. 

Avaiiabie  through  shoe  stores  and  orthotics  8t  prosthetics 
facilities  worldwide. 

© MJ.Markell  Shoe  Co.,  Inc. 

504  Saw  Mill  River  Rd.,  Yonkers,  NY  10702,  USA 
or  P.O.Box  246,  Yonkers,  NY  10702,  USA 
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Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the  mentally 
handicapped  child  and  adult.  Opportunity  for  educational  progress 
at  any  age— multiple  recreational  and  social  activities.  A year- 
round  program  with  an  active  and  full  lifestyle  among  friends  on 
a 750-acre  bluegrass  estate.  Est.  1893. 

Phone  S02-e75-4664/Fax  502-227-3013 
or  write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P.  Stewart,  M.O.,  Resident  Physician 
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whether  Sitting, 
Standing, 
Traveling,  or 
Playing, 

We  Have  The 
Postural  Support 
System 

For  Your  Child  To 
Have  Fun  In! 


SRSar 

For  individual  product  information  and  the  location  of 
^ g your  nearest  Snug  Seat^  Dealer,  call  1-800-336-7684. 

D V In  Canada  call  1 -800-667-3422  • Fax  704-847-9577 
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No  OBSTACLES.  No  Limits. 

When  your  family's  plans  are  as  hig  as  the  great 
outdoors,  don't  let  your  minivan  box  you  in!  i 

Vantage  Mini  Vans  is  proud  to  introduce  our 
new  line  of  premium  lowered' floor  conversions 
built  on  the  exciting  FORD  Wl NOSTAR  minivan. 

As  a leader  in  our  industry,  Vantage  is  one 
of  the  first  to  offer  the  popular  Windstar  as  an 
alternative  to  our  existing  line  of  fine  Chrysler 
minivan  conversions.  Just  as  we've  been  leaders 
in  bringing  you  the  most  dependable,  top  quality 
conversions  since  our  inception  in  1987. 

Your  Vantage  Windstar  lowored-floor 
minivan  is  available  as  either  the  popular  and 
economical  Trekker,  with  its  easy-to-use  manual 
fold-out  ramp;  the  SUMMIT,  with  its  reliable  power 
'folding  ramp;  or  as  the  premier  NORTHSTAR  edition, 
with  its  sleek,  under-the-floor 
ramp  that  glides  smoothly  out- 

I 
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Every  Vantage  Windstar  comes  equipped  with  a 
myriad  of  standard  features  to  make  your  life  simpler 
and  your  commutes  safer. 

Most  notable  are  the  flexible 
seating  configurations  and 
crash-tested  restraint  system. 
And,  as  with  all  Vantage 
Mini  Vans,  options — like  our 
all  new  4-button  key  chain 
remote  control — abound.  In 
addition,  our  optional  sliding 
rear  seat  allows  for  abundant 
seating  and  an  extra  nine 

cubic  feet  of  storage  in  the  rear  of  the  van — ^a  must 
for  families  on  the  go!  These  are  just  two  of  the  many 
ways  your  Vantage  Mini  Van  can  be  customized  to  fit 
your  active  lifestyle  and  the  needs  of  your  children. 

The  new  Vantage  Windstar  conversions. 

Life  offers  no  limits.  Why  let  your  transportation  set 
the  boundaries.^ 

(800)  848-8287  TOU.  FRS 
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Parent  to  Parent  (P-P)  programs  offer  a special  kind  of 
support  to  parents  who  have  a child  with  special  needs. 
Hundreds  of  active  P-P  programs  in  the  United  States 
provide  emotional  and  informational  support  to  parents  by 
matching  a parent  who  is  referred  to  the  program  with  an 
expenenced  “veteran." parent  who  has  already  "been  there" 
and  can  lend  helpful  support. 

P-P  programs  originated  in  Omaha,  Nebraska  when  parents 
of  children  with  special  needs  collaborated  with  a social  work- 
er to  launch  the  first  Pitot  Parents  program  In  the  early  70s. 

The  major  components  of  the  Pitot  Parents  model  included 
then— as  now— screening  and  training  of  veteran  parents, 
carefully  made  matches  between  veteran  and  newly-referred 
parents  and  foitow-up  support.  Many  P-P  programs  also  offer 
a range  of  other  support  activities  like  group  meetings  for  edu- 
cation and  support,  activities  for  siblings  and  extended  family 
members,  resource  libraries,  social  events  and  leadership 
training. 

Annual  confennce  grows 

P-P  programs  aM  families  connect  with  each  other  at  an 
international  conference  every  other  year.  Attendance  has 
grown  from  fewer  than  100  to  more  than  1, 100  parents,  chil- 
dren and  young  adults  with  disabilities  and  service  providers. 

The  Eighth  International  Parent  to  Parent  Conference  will  be 
held  March  29-April  1, 1996  in  Albuquerque,  New  Mexico.  For 
more  informatton,  contact  Parents  Reaching  Out,  1 127 
University  NE,  Albuquerque,  NM  87102,  (505)  842-9045. 

The  Beach  Center 

Since  1988,  the  Beach  Center  on  Families  and  Disability  at  the 
UniversiPy  of  Kansas  has  been  conducting  research  on  P-P 
programs  and  sharing  information  and  resources.  For  more 
information,  contact  The  Beach  Center  on  Families  and 
Disability,  University  of  Kansas,  31 1 1 Haworth  Hall,  Lawrence, 
KS  66045,  (913)  864-7600  (V/TTY),  (913)  864-7605  (fax). 
Listings  in  this  directory  were  provided  by  the  Beach  Center; 
please  send  any  corrections  directly  to  them. 

Using  Ow  DIrecUny 

In  this  directory,  P-P  programs  are  categorized  by  state  and 
alphabetized  by  town  or  city  within  each  state  listing. 


AUB^ 

AIM  for  Infants 

Auburn  University 
Auburn,  AL  36849 
(205)  844-5943 

The  Arc  of  Morgan  Cty 

2046  Beltline  Hwy,  Ste  4 
Decatur,  AL  35601 
(205)  355-6192 

Parents  Support  Group 

PO  Box  1983 
Decatur,  AL  35602 
(205)  350-4502 


Special  Education  Action 
Committee 

PO  Box  161724 
Mobile,  AL  36616-2274 
(800)  222-7322  (AL  only) 

Alabama  Deaf-Blind 
Multihandicapped  Association 

PO  Box  55 

Scottsboro,  AL  35768 
(205)  259-3158 


Pilot  Parent  Partnerships 

1820  North  Kadota 


Casa  Grande,  AZ  85222 
(602)  836-4830 


Pilot  Parent  Partnerships, 
Coconino  Cty 

24  Pine  Del  Dr 
Flagstaff,  AZ  86001 

(602)  774-0187 

(After  March  1. 1995. 602  area  code 

changes  to  520) 


Arizona  Pilot  Parents 

PO  Box  697 
Ganado,  AZ  86505 
(602)  755-6107 


Sharing  Down  Syndrome  East 
Valley  Parent  Support  Group 

425  E Tremaine 
Gilbert,  AZ  85234 
(602)  926-8685 


Pilot  Parent  Partnerships, 
Gila  Cty 

148  Haskins  Rd 
Globe,  AZ  85501 
(602)  425-6556 


Pilot  Parent  Partnerships, 
Mohave  Cty 

41 40  N Irving 
Kingman,  AZ  86401 
(602)  757-5418 


Pilot  Parent  Partnerships, 
Mohave  Cty 

2746  Holiday  Dr 

Lake  Havasu  City,  AZ  86403 

(602)  855-1915 

Pilot  Parent  Partnerships, 
Santa  Cruz  Cty 

1810  W Meadow  Hills  Dr 
Nogales,  AZ  85621 
(602)  287-2334 


Pilot  Parent  Partnerships 

2150  E Highland,  Ste  105 
Phoenix,  AZ  85016-4720 
(602)  468-3001 


Prescott  Chapter,  Arizona  Pilot 
Parents 

1907  Cedarwood  Cir 
Prescott,  AZ  86301 
(602)  468-3001 

Pilot  Parent  Partnerships, 
Yavapai  Cty 

2605  Tahosa  Dr 
Prescott,  AZ  86301 
(602)  445-7994 

Pilot  Parent  Partnerships 

5454  Campo  Bello 
Sierra  Vista,  AZ  35635 
(602)  378-6763 


64 


Pilot  Parent  Partnerships, 
Graham  & Greenlee  Ctys 

PO  Box  353 
Thatcher,  AZ  85552 
(602)  428-4731 

Pilot  Parents  of 
Southern  Arizona 

2600  N Wyatt  Dr 
Tucson,  AZ  85712 
(602)  324-3150 

Pilot  Parent  Partnerships, 
Navajo  Cty 

PO  Box  707 
Whiteriver,  AZ  85941 
(602)  338-4325 

Pilot  Parent  Partnerships, 
Navajo  Cty 

PO  Box  11 48 
Winslow,  AZ  86047 
(602)  289-4323 

Pilot  Parent  Partnerships, 
Yuma  Cty 

1321  E25th 
Yuma,  AZ  85365 
(602)  344-0786 

CAUFORNIA 


Exceptional  Parents  Unlimited 

41 20  N First  St 
Fresno,  CA  93726 
(209)  229-2000 

Frank  D Lanterman  Regional 
Center 

Koch-Young  Family  Resource  Ctr 
3440  Wilshire  Blvd,  Ste  400 
Los  Angeles,  CA  90010 
(213)  383-1300 

California  Association  for 
Parents  of  the  Visually 
Impaired 

PO  Box  11 26 

Los  Gatos,  CA  95031 -11 26 
(909)  945-5619 


Parent  to  Parent  Infant 
Support  Group 

Children’s  Hospital  of  Orange  Cty 
455  S Main  St 


Orange,  CA  92668 
(714)  532-8521 

PROUD 

PO  Box  5822 
Orange,  CA  92667-5822 
(714)  974-6419 

Touchstone  Support  Network 

378  Cambridge  Ave,  Ste  K 
Palo  Alto,  CA  94306 
(415)  328-4495 
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raP:  Tile  Rimily  Resource 
Center 

3041  Olcott  St 

Santa  Clara,  CA  95054-3222 
(408)  727-5775 

Valley  Parents  Support  Group 

PO  Box  5973-272 
Sherman  Oaks,  CA  91413 
(818)902-1616 

COLOBADO 

Child  Language  Center 

University  of  Coiorado 
CB-409,  Dept  CD-SS 
Boulder,  CO  80309 
(303)  492-5375 

Peak  Parent  Center 

6055  Lehman  Dr,  #101 
Colorado  Springs,  CO  80918 
(719)  531-9400 

Little  People  of  America 

7117EEnclidDr 
Englewood,  CO  801 1 1 
(303)  740-8555 

Effective  Parents  Project 

255  Main  St 

Grand  Junction,  CO  81501 
(303)  241-4068 

Mile  High  Down  Syndrome 
Association 

PO  Box  620847 
Uttleton,  CO  80162 
(303)  797-1699 

Boulder  Cty  Spokespeople 

31 2 Pikes  Peak  PI 
Longmont,  CO  80501 
(303)  776-3413 

CONNECTICUT 

Parents  Available  to  Help 

42  Brookwood  Dr 
Branford,  CT  06405 
(203)  488-9640 


Oxford  Parent  Support  Group 

lOWhitegateRd 
Oxford,  CT  06478-1501 
(203)  888-7326 

Connecticut  Traumatic  Brain 
Injury 

! 1 800  Silas  Deane  Hwy»,  Ste  224 
; Rocky  Hill,  CT  06067 
i (203)721-8111 

I DELAWARE 

i Parent  Information  Center 

Parent  to  Parent  In  Delaware 
I 700  Barksdale  Rd,  Ste  3 
I Newark,  DE  19711 
i (302)366-0152 

I FLORIDA 

! Gold  Coast  Down  Syndrome 
I Organization 

1 22626  SW  65 
i Boca  Raton,  FL  33428 
(407)451-2163 

Parent  to  Parent, 

Palm  Beach  Cty 

500  NE  Spanish  River  Rd 
Boca  Raton,  FL  33404 
(407)842-3213 

! Family  Network  on  Disabilities 

852  St  Francis  St 
Brooksville,  FL  34601 
(904)  544-6433 

Family  Network  on 
Disabilities,  Sumter  Cty 

5688  Cty  31 6A 
Bushnell,FL  33513 
(904)  748-1125 

I Parent  to  Parent,  Pinellas  Cty 

I 1998  Sun  Tree  Blvd 
I Clearwater,  FL  34623 
I (813)461-3614 

I Parent  to  Parent 
i of  Pinellas  Cty 


I Parent  Support  Group, 

Nassau  Cty 

2625  McGregor  Blvd 
Fernandina  Beach,  FL  32034 
(904)  277-1221 

Parent  Support  Group,  Hardee 
& Highlands  Ctys 

4114BectonSt 
Frostproof,  FL  33843 
(813)  284-3087 

Parent  Support  Group, 

Lake  Cty 

905  Hickory  Ave 
Fruitland  Pk,  FL  34731 
(904)  326-9082 

Heart  to  Heart  of  Lee  Cty 

c/o  IDEAS 
2421  E Mall  Dr 
Ft  Myers,  FL  33901 
(813)  267-9332 

Parent  to  Parent 

100  S Andrews  Ave 
Ft  Lauderdale,  FL  33301 
(305)  765-6722 

Parent  Support  Group,  Lee  Cty 

7320  Pebblebeach  Rd 
Ft  Myers,  FL33912 
(813)  267-9332 

Galaxy  Center 

1901  SI  1th  St 
Ft  Pierce,  FL  34950 
(407)  468-5385 

Parent  to  Parent,  St  Lucie  Cty 

5006  Citrus  Ave 
Ft  Pierce,  FL  34982 
(407)465-1786 

Parent  Support  Group 

University  of  Florida 
Box  100296 
Gainesville,  FL  32610 
(904)  392-7078 

Parent  to  ParenL  Alachua  Cty 

2035  NW1 8th  Ln 
Gainesville,  FL  32605 
(904)  375-4636 

Parent  to  Parent,  Putnam  Cty 

PO  Box  273 
Hollister,  FL  321 47 
(904)  328-4107 

Family  Network  on 
Disabilities,  Citrus  Cty 

922  N Horse  Prairie  Rd 
Inverness,  FL  34453 
(904)  795-7887 

j Parent  Support  Group, 

I Duval  Cty 

301  W Bay  St 
Jacksonville,  FL  32202 
, (904)350-2951 


Parent  to  Parent,  Monroe  Cty 

2824  Fogarty  Ave 
Key  West,  FL  33040 
(305)  294-8973 

Parent  to  ParenL  Columbia  Cty 

Rte  7,  Box  237 
! Lake  City,  FL  32055 
I (904)497-2300 
I Parent  to  ParenL  Polk  Cty 
! 1405  Windmere  Ave 
Lakeland,  R.  33802 
(813)  687-2442 

Parent  to  Parent  of 
Palm  Beach 

1526  Arabian  Dr 
Loxahatchee,  FL  33470 
(407)  790-2548 

FAME:  Families  at  Mayport 
are  Exceptional 

813EdsonCirW 
Mayport,  FL  32222 
(904)249-1161 

Parent  to  Parent  of  Miami 

5555  SW  93rd  Ave 
Miami,  FL  33165 
(305)  271-9797 

Parent  to  ParenL  Hispanic 

9151  SW6thSt 
Miami,  FL  33174 
(305)  223-7379 

Parent  to  ParenL  Dade  Cty 

12350  SW  106th  St 
Miami,  FL  33186 
(305)  666-6511 

Parent  to  Parent, 

Santa  Rosa  Cty 

5890  Cherokee  Rd 
Miiton,  FL  32570 
(904)  474-5336 

Parent  to  ParenL  Pasco  Cty 

5826  Massachusetts  Ave 
N Port  Richey,  FL  34652 
(813)841-0684 

Parent  to  ParenL  Collier  Cty 

4230  Mohawk  PI 
Naples,  FL  33962 
(813)  774-7761 

Parent  to  ParenL  Okaloosa  Cty 

I 11 36  Sandalwood  Cir 
Niceville,  FL  32578 
I (904)897-7085 

I Parent  to  Parent, 

I Okeechobee  Cty 

10245  NE  22nd  St 
I Okeechobee,  FL  34974 
j (813)357-0955 

I Parent  Support  Group 

5031  Myrtle  Bay  Dr 
; Orlando,  FL  32829 
I (407)273-2630 


Cornelia  De  Lange  Syndrome 
Foundation 

60  Dyer  Ave 

Collinsville,  CT  06022-1273 
(800)  223-8355 

Western  Connecticut 
Association  for  Human  Rights 

1 1 Lake  Ave  Extension 
Danbury,  CT  0681 1 
(203)  792-3540 

Lower  Fairfield  Cty  Parent  to 
Parent  Netwoiic 

Arc  of  Greenwich 
50  Glenvilie  St 
Greenwich,  CT  06831 
(203)  531-1880 

Parent  to  Parent  Network  of 
CT 

181  E Cedar  St 
Newington,  CT  061 1 1 
(203)  667-5288 


1960E  Druid  Rd 
Clearwater,  FL  34624 
(813)  462-9606 

Parent  to  Parent  Support 
Group,  Bregard  & Central  Ctys 

1943  Furman  Ct 
Cocoa,  FL  32922 
(407)  783-5001 

Parent  to  ParenL 
East  Volusia  Cty 

PO  Box  11109 
Dayton  Beach,  FL  321 20 
(904)  238-3830 

Parent  to  Parent, 

West  Volusia  Cty 

261  Bayou  Vista  St 
Debary,FL32713 
(407)  668-5968 
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Parent  Support  Group, 

Escambia  Cty 

3520  Hopestill  Rd 
Pensacola.  FL  32503 
(904)  438-9112 

Veteran  Intensive  Care  Parents 

PO  Box  2700,  Ste  IN 
Pensacola,  FL  32513-2700 
(904)  474-7656 

Special  Parents 

PO  Box  15362 
Pensacola,  FL  32514 
(904)  432-4513 

Parent  Support  Group, 

Taylor  Cty 

395  El  Camino 
Perry,  FL  32347 
(904)  584-3810 

Parent  Support  Group, 

Charlotte  Cty 

2410  Lakeview  Blvd 
Port  Charlotte,  FL  33948 
(813)  627-4376 

Special  Beginnings 

1 700  S Tamiami  Trail 
Sarasota,  FL  34329-3555 
(813)917-2470 

Face  of  Sarasota 

PO  Box  1424 
Sarasota,  FL  34230 
(813)  955-9250 

Parent  to  Parent,  Sarasota 
& Manatee  Ctys 

5393  Avenida  Del  Mare 
Sarasota,  FL  34242 
(813)  349-1861 

Family  Network  on 
Disabilities,  Hernando  Cty 

8131  RhambouyRd 
Spring  Hill.  FL  34606 
(904)  544-6433 

Parent  to  Parent,  Leon  Cty 

1839  Miccosukee  Rd,  #2A 
Tallahassee,  FL  32308 
(904)  877-6968 

Family  Network  on  Disabilities 

5510  Gray  St,  Ste  220 
Tampa,  FL  33624 
(800)  825-5736 

Parent  to  Parent, 

Hillsborough  Cty 

Mental  Health  Institute 
13301  Bruce  B Downs  Blvd 
Tampa,  FL  33612-3899 
(813)974-6168 

Parent  to  Parent, 

Hillsborough  Cty 

13958  Fletchei 
Tampa,  FL  3361 2 
(813)626-2600 
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I Family  Network  on 
^ Disabilities,  Monroe  Cty 

\ 165PkAve 
' Taverneir,  FL  33070 
: (305)852-2592 

I Parent  to  Parent  Support 
Group 

I 2945  Elmwood  Ct 
I Titusville,  FL  32780 
; (407)383-0410 
i Parent  to  Parent 
I of  Indian  River 
i PO  Box  6963 
. Vero  Beach,  FL  32961 
I (407)770-0683 
i Family  Network  on  Disabilities 
1 PO  Box  195747 
‘ Winter  Springs,  FL  3271 9 
■ (407)672-4707 

: Parent  to  Parent,  Pasco  cty 

: PO  Box  1533 
i Zephyrhiils,  FL  33539 
; (813)783-8111 

geor^ 

i Parent  to  Parent  of  Georgia 

' 2900  Woodcock  Bivd,  Ste  240 

• Atlanta,  GA  30341 
j (404)451-5484 

i National  Parent  to  Parent 
: Support  and  Information 
j System 

1 PO  Box  907 
i Blue  Ridge,  GA  3051 3 
1 (706)632-8822 

I HAWAII 

j Hawaii  Down  Syndrome 
: Congress 

i 419  Keoniana  St,  #804 
Honolulu,  HI  96815 
; (808)949-1999 

! IDAHO 

i Parents  Reaching  Out 
{ to  Parents 

* 2195  IronwoodCt 

( Coeurd'alene,  ID  83814 
i (208)769-1409 

i Idaho  Autism  Association 

i 545  N 100 W 
Jerome,  ID  83338 
; (208)324-2927 

. Parent  to  Parent 

: 2714  8thAve 
; Lewiston,  iO  83501 
I (208)746-8699 

‘ Palouse  Area  Parent  to  Parent, 
! Whitman,  Garfield  & Asotin 
Ctys 

103SPoik 
' Moscow,  ID  83843 
‘ (208)882-9338 
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Archway  Services  for  Children 

1 1 08  W Willow 
Carbondale,  IL  62959 
; (618)549-4442 

Developmental  Services 
Center 

1 304  W Bradley 
Champaign,  IL  61821 
(2l  7)  359-0287 

Illinois  Next  Steps,  Parents 
Reaching  Parents 

100  W Randolph,  Ste  8-100 
Chicago,  iL  60601 
(800)  275-3677  (IL  only) 

Family  Support  Project 

! 20  E Jackson  Blvd,  Rm  900 
i Chicago,  IL  60604 
(312)  939-3513 

South  Cook  Cty  Parent  to 
Parent  Program 

Greater  Interagency  Council 
800  Governor's  Hwy 
Flossmoor,  IL  60422 
j (708)957-7100 

I National  Association  for  Down 
I Syndrome 

I PO  Box  4542 
! Oak  Brook,  IL  60522-4542 
(708)  325-9112 

IHDIAHA 

i First  Step  Early  Intervention 

I P0BOX98 

j Batesville,  IN  47006-0098 
I (812)934-4528 
' Connection  for  Special  Kids 
I 692  ESR218 
' Berne,  IN  46711 
: (219)589-3543 

I Down  Syndrome  Support 
I Association 

' 1 0792  Downing  St 
; Carmei,  IN  46033-3869 
(317)  574-9757 

Neo  Fight 

4363  Idlewild  Ln 
j CarmeUN  46033 
I (317)843-0850 

< Abilities  Services 

I PO  Box  808 
j 1 237  Concord  Rd 
i Crawfordsville,  IN  47933 
i (317)302-4020 

{ Down  Syndrome  Association 
1 of  NW  Indiana 

] 2927  Jewett  Ave 
1 Highland.  IN  46322 
i (219)836-3656 
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Indiana  Parent  Information 
Network 

4755  Kingsway  Dr 
Indianapolis,  IN  46205 
(317)  257-8683 

Special  Education  Parents 
Advisory  Council 

j 202  W 47th  St 
Indianapolis,  IN  46208-3510 
I (317)257-2962 

First  Steps 

1 PO  Box  6449 
Lafayette,  IN  47903-6449 
(317)423-5531 

Roots-Wings  Parent 
Involvement 

I 1 642  W McLain 
I Scottsburg,  IN  47170 
i (812)752-4892 

j Parent  Family,  Alumni  Support 

' 615  N Michigan  St 
South  Bend,  iN  46601 
(219)  284-7308 

Knox  Cty  Advocates  for 
Special  Kids 

1 806  Indiana  Ave 
Vincennes,  IN  47591 
(812)882-0375 

iqwA 

1 Family  Educator  Connection 
I Program 

I 3706  Cedar  Heights  Dr 
! Cedar  Falls,  iA  5061 3 
I (319)273-8265 

i Pilot  Parents,  The  Arc  of  East 
1 Central  Iowa 

; 136  36thDrSE,SteA-5 
1 Cedar  Rapids,  iA  52403 
: (319)365-0487 

; Union  Cty  Pilot  Parents 

P0BOX57 
i Creston,  IA  50801 
‘ (515)  782-5128 

I Autism  Society  of  the 
I Quad  Cities 

4712  Belle  Ave 
j Davenport,  IA  52807 
j (319)359-5414 

{ Parent-Educator  Connection 

; MPRRC,  Drake  University 
i Des  Moines,  lA  5031 1 
! (515)271-3936 

I Special  Care  Parents,  Polk  Cty 

i PO  Box  938 
] Des  Moines,  IA  50304 
i (515)279-7810 

I Iowa  Pilot  Parents 

1 33  N 1 2th  St,  PO  Box  11 51 
i Fort  Dodge,  IA  50501 
1 (515)576-5870 
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PARENT  TO  PARENT  PROGRAMS 


Parent  Educator  Connection 

1382  4th  AveNE 
Sioux  Center,  lA  51250 
(712)  722-4374 

Parent  to  Parent  Support 
Group 

2320  S Olive 
Sioux  City,  lA  51 106 
(712)  274-2838 

Parent  to  Parent  of  Butter  Cty 

1 432  W Olive 
El  Dorado,  KS  67042 
(316)321-3274 

Parent  to  Parent  of  Flint  Hills 

1722  Yucca  Ln 
Emporia,  KS  66801 
(316)  342-6954 

Parent  to  Parent  of  Garden 
City 

1 16  E Chestnut,  Ste  103 
Garden  City,  KS  67846 
(316)  226-6364 


Families  Together 

501  Jackson  St,  Ste  400 
Topeka,  KS  66603 
(913)  233-4777 

Parent  to  Parent 

2218  Wilmington  Ct 
Topeka,  KS  66606 
(913)  235-9680 

Parent  to  Parent,  Sedgwick 
Cty 

2312  S Meridian,  Ste  102 
Wichita.  KS  67213 
(316)  945-7747 

KEHTUGICY 

I Parents  Confronting  Dual 
Sensory  Impairments 

' PO  Box  60 
; Fordsville,  KY  42343 
i (502)276-3360 

I Parents  Outreach 

1 1 46  S Third  St 
Louisville,  KY  40203 
(502)  584-1239 


MABYIAHD 

Maryland  Infants  & Toddlers 
Program 

1 Mar1<et  Ctr,  Ste  304 
Baltimore,  MD  21201-3446 
(410)  333  8100 

National  Organization  of 
Parents  of  Blind  Children 

1800  Johnson  St 
Baltimore,  MD  21230 
(410)  659-9314 

Learning  Disabilities 
Association  of  Metropolitan 
Baltimore 

76  Cranbrook  Rd,  Ste  299 
Cockeysville,  MD  21030 
(410)  821-7010 

Epilepsy  Foundation 
of  America 

4351  Garden  City  Dr 
Landover,  MD  20785 
(301)459-3700 

MASSACHUSEHS 


Parent  to  Parent  of  NW  Kansas 

Box  15 

Gem.  KS  67734 
(913)  462-6857 

Parent  to  Parent, 

Wyandotte  Cty 

2234  Garfield  Ave 
Kansas  City,  KS  66104 
(913)  342-9833 

Parent  to  Parent,  Douglas  Cty 

Rte  3,  Box  56 
Lawrence,  KS  66044 
(913)  832-1430 

Parents  Who  Care 

331 2 Effingham 
Manhattan.  KS  66502 
(913)  776-9268 


Parent  to  Parent 

30  Oak  St  Ct 

Medicine  Lodge,  KS  67104 
(316)  886-3590 

Parent  to  Parent  of  NE  Kansas 

PO  Box  488,  404  Pk 
Oskaloosa,  KS  66066 
(913)  863-3257 


Parent  to  Parent  of  SE  Kansas 

3118  Corning 
Parsons,  KS  67357 
(316)421-6550 

Parent  to  Parent,  Johnson  Cty 

10201  Horton 

Shawnee  Mission,  KS  66207 
(913)  967-7677 

Rubinstein-Taybi  Syndrome 
Parent  Group 

PO  Box  146 

Smith  Center.  KS  66967 
(913)  697-2984 


EXCEPTIONAL  PARENT  / 


Down  Syndrome  of  Louisville 

PO  Box  22552 
Louisville.  KY  40252 
I (502)425-0784 

I LOUISIANA 

! Parent  Training  Program 

j PO  Box  94064 
I Baton  Rouge,  LA  70804 
I (504)  763-3588 
I Louisiana  Rett  Syndrome 
I Foundation 
1 7629  Sailfish  Dr 
I Lake  Charles,  LA  70605 
j (318)474-5727 

; Parent  to  Parent  of  Louisiana 

, Family  Support  Program 
: Children’s  Hospital 
j 200  Henry  Clay 
; New  Orleans,  LA  701 18 
I (504)896-9268 

I Concerned  Parents 
I For  Students 

1022  Gulf  Ln 
; Sulphur,  LA  70663 
! (318)528  2191 

I 

; Maine  Parent  Federation 

I PO  Box  2067 
' Augusta.  ME  04338-2067 
j (207)582  2504 

I Parent  Program 

1 1 1 Maple  St 
i Rockland,  ME  04841 
' (207)594-8474 

; York  Cty  Parent  Awareness 

' 1 50  Main  St,  Midtown  Mall 
Sanford,  ME  04073 
' (207)324  2337 


JANUARY  1996 


Greater  Boston  Parent 
to  Parent 

1 505  Commonwealth  Ave 
Boston,  MA  02135 
(617)783-3900 

I Birth  Defects  Service 

Children's  Hospital 
300  Longwood  Ave 
Boston,  MA  021 1 5 
I (617)735-6394 

j Parent  Peer  Support  Group 
I National  Tay-Sachs  & Allied 
I Diseases  Association 

i 2001  Beacon  St 
j Brookline,  MA  02146 
1 (617)277-4463 

j Massachusetts  Down 
I Syndrome  Congress 

PO  Box  866 
j Melrose,  MA  021 76 
1 (617)742-4440 

{ Family  Ties  of  Massachusetts 

! Dept  of  Public  Health 
1 180  Beaman  St 
j West Boylston,  MA0 1583 
I (508)792-7880 

I MICHIGAN 
' TRENDS 

i PO  Box  1996 
' Holland,  Ml  49422-1996 
i (616)392-6307 

I Kidpower 

I Autism  Society  of  Michigan 
i 809  Center  St,  Ste  8A 
, Lansing,  Ml  48904 
1 (517)487-9260 
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MIHUBOM 

Pilot  Parents  of  Northeastern 
Minnesota 

201  Ordean  Bldg 
Duluth,  MN  55802 
(218)  726-4725 

The  Windmill  Project 

W Central  ECSU 
j 1 001  E Mount  Faith 
Fergus  Falls,  MN  56537 
(218)  739-3273 

People  To  People  Disability 
Aware 

Rte  2,  Box  145 
Owatonna,  MN  55060-9624 
(507)  451-4585 

Family  Llason  Project 

903  W Center  St,  Rm  160 
Rochester,  MN  55902 
(507)  287-2032 

Midstate  Pilot  Parents 

PO  Box  1536 
St  Cloud,  MN  56302 
(612)253-6844 

Pilot  Parents 

425  Etna  St,  #35 
St  Paul,  MN  55106 
(612)778-0727 

Parents  tor  Parents 

280  N Smith  Ave,  Ste  245 
St  Paul,  MN  55102 
(612)220-6731 

Veteran  Parents 

280  N Smith  Ave,  Ste  245 
i St  Paul,  MN  551 02 
(612)220-6/31 

MISSISSIPPI 

Mississippi  Gulf  Coast 
Exceptional  Parents 

PO  Box  271 
Hurley,  MS  39555 
(601)588-2260 

MISSOURI 

Parents  Helping  Parents 

1702  E Laharpe 
Kirksville,  MO  63501 
(800)  621-6082 
i Pilot  Parents  Program 
I PO  Box  10984 
1 Springfield,  MO  65808-0984 
I (417)831-0648 
Positive  Parenting  Partners 
United  Services 
! 4140  Old  Mill  Pkwy 
I St  Peters,  MO  63376 
! (314)926-2700 


PARENTTO  PARENT  PROGRAMS 


Keeping  Individuals  With 
Developmental  Disabilities 
Serviced 

PO  60x  1308 
Warsaw,  MO  65355 
(816)  438-6990 

MONTAIW 

Parents,  Let’s  Unite  For  Kids 

1 500  N 30th  St 
Billings,  MT  59101-0298- 
(406)  657-2055 

Quality  Life  Concepts 

600  6th  St.  NW 
PO  Box  2506 
Great  Falls,  MT  59403 
(406)  452-9531 

Parents  of  Children  With 
Special  Needs 

University  of  Montana 
School  of  Education 
Missoula,  MT  59812 
(406)  243-5344 

NEB^KA 

Parent  Assistance  Network 

310  W 24th 
Kearney,  NE  68847 
(308)  237-6025 

Parents  Encouraging  Parents 

Nebraska  Dept  of  Education 
301  Centennial  Mall  S 
Lincoln,  NE  68509 
(402)  471-2471 

Pilot  Parents  Program 

215  Centennial  Mall  S.  #410 
Lincoln.  NE  68508 
(402)  477-6925 

Nebraska  Family  Support 
Network 

215  Centennial  Mail  S 
Lincoln,  NE  68508 
(402)  477-2992 

Pilot  Parents  Program, 
Greater  Omaha 

3610  Dodge  St 
Omaha.  NE  68131 
(402)  346-5220 

NEVADA 

Nevada  Association 
for  the  Handicapped 

6200WOakey 
Las  Vegas.  NV  89102 
(702)  870-7050 

Nevada  Parent  Network 

College  of  Education/278 
Reno.  NV  89557-0082 
(702)  784  4921 

NEW  HAMPSHIRE 

Parent  to  Parent  of  Northern 
New  Hampshire 

69  Willard  St 
Berlin,  NH  03570 
(603)  752-8531 
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I Upper  Valley  Support  Group 

PO  Box  622 
} Hanover,  NH  03755 
1 (603)448-6311 

I Parent  to  Parent  of 
! New  Hampshire 

' PO  Box  622 
: Hanover.  NH  03755 
' (603)448-6393 

i Parent  to  Parent 

32  SW  Hwy.  Ste  22 

■ Merrimack,  NH  03054 
: (603)882-6333 

; NEW  JERSEY 

; Down  Syndrome 
I Parent  to  Parent 

' 7 Regent  St 
' Livingston,  NJ  07039 
’ (201)535-1181 

PFP:  Parents  Encouraging 
I Parents 

j The  Arc-Morris  Chapter 
PO  Box  123 

: Morris  Plains,  NJ  07950 
i (201)326-9750 

; Sturge-Weber  Foundation 

‘ PO  Box  41 8 
i Mt  Freedom,  NJ  07970 
(201)895-4445 

National  Urea  Cycle  Disorders 
Foundation 

■ POBoxo2 

' Sayreville,  NJ  08872 
; (800)386-8233 

; Family  Support  Clearinghouse 

■ 2150  Hwy  35.  Ste  207C 
Sea  Girt.  NJ  08750 
(908)  974-1144 

NEWMEMCO 

’ Parents  Reaching  Out 

1127  University,  NE 
Albuquerque,  NM  87102 
(505)842-9045 

NEW  YORK 

Headway  for  Brain  Injured 

856  Ridge  Rd 
Buffalo.  NY  14118 
(716)  822-2261 

Parent  to  Parent,  Western  NY 

; Parent  Network  of  NY  State 
' 432  Delaware  Ave 

■ Buffalo.  NY  14202 
, (800)305-8813 

Prader-Willi  Forum 

40  Holly  Ln 

Roslyn  Heights,  NY  11577 
(800)  358-0682 

Parents  of  Special  Children 

2C  Tower  Dr 
Fulton,  NY  13069 
, (315)598-7672 


I The  MPS  Society 

j 1 7 Kraemer  St 
I HIcksville,  NY  11801 
I (516)931-6338 

i Parent  to  Parent, 

South  Central  NY 

r imily  Resource  Network 
16  Ford  Ave.  Box  233 
Oneonta,  NY  13820 
(800)  305-8814 

I Parent  Assistance  Committee 
I on  Down  Syndrome 

' 208  Lafayette  Ave 
i Peekskill.  NY  10566 
I (914)739  4085 
Parent  to  Parent 
I of  New  York  State 
• Balltown  and  Consaul  Rds 
i Schenectady,  NY  1 2304 
I (800)305-8817 
I Parent  to  Parent, 
i North  Central  NY 
! Exceptional  Family  Resources 
731  James  St.  Ste  31 1 
- Syracuse,  NY  13203 
! (800)305-8815 

I Parent  to  Parent, 

' Hudson  Valley 

: Family  Connection/WIHD 
; Cedarwood  Hall 
Valhalla.  NY  10595 
(800)  305-8816 

Parent  to  Parent 

! 239  Champion  Ave 
j Webster.  NY  14580 
I (716)265-3778 

i NORTH  CAROUNA 

I Parent  to  Parent 

I Rte  2,  Box  1 78A 
! Angler,  NC  27501 
j (919)639-0172 

i Parents  Reaching  Out 
; to  Parents 

; PO  Box  638 
, Biscoe.  NC  27209 
^ (910)428-9944 

i Parent  to  Parent/Family 
( Support 

, Appalachian  State  University 
' Edwin  Duncan  Hall 
' Boone.  NC  28608 
(704)  262-6089 

Parent  Support  Group 

! 63NCantO)iRd 
: Canton,  NC  28716 
; (704)452-4397 

University  Of  North  Carolina 

School  of  Dentistry 
‘ Chapel  Hill.  NC  27599 
' (919)966-2275 


! Family  Support  Network  of 
I North  Carolina 

; UNC-Chapel  Hill.  CB#7340 
1 Chapel  Hill.  NC  27599 
i (919)966-2841 

I Family  Support  Network  of 
I Catawba  Cty 

! Rte  2,  Box  396 
j Conover,  NC  28613 
j (707)  326-5953 

I Family  Support  Network  of 
I Orange,  Durham  & Chatham 
I Ctys 

! 115  Market  St.  ste  201 
^ Durham,  NC  27701 
’ (919)560-5600 

’ Family  Support  of  the 
I Albemarle  Area 

I 1601ForestDr 
j Elizabeth  City,  NC  27909 
I (919)338-6987 

I Reaching  Out  Family  Support 
; Group 

i 609-A  Murchison  Rd 
; Fayetteville,  NC  28306 
i (910)424-7669 

i Parent  to  Parent  Support 

! Fort  Bragg  & Pope  Families 
■ 8AvellinoRd 
; Fort  Bragg.  NC  28307 
I (910)960-2558 

! Family  Support  Network 

; 1623  N Webb  St  School 
’ Gastonia,  NC  28054 
; (704)854-4839 

; Family  Support  Network 

; 719  E Ash  St 
. Goldsboro.  NC  27530 
; (919)580-0330 

; Family  Support  Network  of 
I Greater  Greensboro 

: 801  Green  Valley  Rd 
i Greensboro,  NC  27408 
j (910)574-6507 

I Family  Support  Network  of 
I Eastern  North  Carolina 

; Irons  Bldg.  ECU  Campus 
; Greenville.  NC  27858 
I (919)328-4494 

Parents  Resource  Organization 

. 142  Cemetery  Rd 
i Mocksville.  NC  27028 
; (910)998-3311 

- Family  Support  Network/Hope 
I Network 

! Western  Carolina  Ctr 
300  Enola  Rd 
Morganton.  NC  28655 
(704)  433-2661 
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Family  Support  Network  of  the 
Neuse  Area 

1405SGlenburnie  Rd 
New  Bern,  NC  28562 
(919)514-4770 

Parents  Encouraging  Parents 

PO  Box  1318 
Pisgah  Foresi,  NC  27603 
(7C4)  884-5649 

Family  Support  Network, 
WakeCty 

319  Chapanoke  Rd,  Ste  101 
Raleigh.  NC  27603 
(919)662-4600 

Child  and  Adolescent  Network 

4904  Watersecigp  Dr,  Ste  1 52 
Raleigh,  NC  27606 
(919)851-0063 

Child  and  Family  Services 
Branch 

Division  of  MH/DD/SAS 
325  N Salisbury  St,  Rm  51 7 
Raleigh,  NC  27603 
(919)  733-0598 

Caring  Parents 

1506  Laurel  St 
Roanoke  Rapids,  NC  27870 
(919)  535-5887 

Family  Support  Network 

Rt11,Box  369A 
Statesvilie,  NC  2867? 

(701)  876-4621 

Family  Support  Network  of  SE 
North  Carolina 

1804  Chestnut  St 
Wilmington,  NC  26405 
-910)  763-333; 

Parents  Together 

4505  Shattalon  Dr 
Winston-Salem,  NC  27106 
(910)  924-5301 

OHIO 

Down  Syndrome  Association 
of  Greater  Cincinnati 

1821  Summit  Rd,Ste  102 
Cincinnati,  OH  45237 
(5i3)  761-5400 

Ohio  Protection  dt  Advocacy 
Association 

4030  Mt  Carmel/Tobasco. 

Ste  214 

Cincinnati,  OH  45255 
(513)  528-4690 

Ohio  Protection  Si  Advocacy 
Association 

5030  Brookpark  Rd 
Cleveland,  OH  441 34 
(216)  398-5501 

The  Famtly  Information 
Network 

246  M High  St.  5th  FI 
Columbus,  OH  43266 
(614)  644-8383 


Ohio  Head  Injury  Association 

1335  Dublin  Rd,Ste  50A 
t mbus,  OH  43215 
(1.4;  431-7100 

I Celebrating  FamUIss 
I of  Children 

I 16Vassar0r 
I Dayton,  OH  45406 
: (513)275-0990 

j Special  Needs  Information 
I Center 

' 832  Shannon  Rd 
1 Girard,  OH  44420 
! (216)545-2337 

* Miami  Valley  Down  Syndrome 
I Associadcn 

1 1444  Beaver  Creek  Ln 
i Kettering,  OH  45429 
! (513)294-1240 

Family  Information  Network  of 
NW  Ohio 

1 Stranahan  Sq.  #540 
I Toledo,  OH  43604 
I (419)242-9587 

i OREGOW 

! The  Arc  of  Lane  Cty 

I Parent  Network 
j 45  W Broadway,  Ste  205 
' Eugene,  OR  97401 
! (503)  343-5256 

I Parent  Support  Group 

I 2825  Barnett  Rd 
I Medford,  OR  97504 
I (503)770-4233 

! Oregon  Cope  Project 

j 999  Locust  St  NE 
! Salem,  OR  97303-5299 
I (503)373-7477 

I PEHHSYttfANIA 

I Brain  Injury  Support  Group 

! 595  W State  St 
Doylestown,  PA  18901 
I (215)345-2634 
1 Parem' Support  Center 
j 252  Waterford  St 
i Edinboro,  PA  16412 
! (314)734-5610 

I Westmoreland  Cty  Parent 
i to?2i*8nt 
: Rd  12  Box  179 
j DonchoeRd 
i Greensbura,  PA  15601 
i -412)837-8159 

I Down  Syndrome  Support 
I Group  of  Lancasier  Cty 

I c/o  S.  June  Smith  Ctr 
' 25NWEndAve 
Lancaster.  PA  17G03 
^ (717)299-4829 


Charcot-Marie-Tooth 

Association 

601  Upland  Ave 
Upland,  PA  19015 

(800)  606-2682 

RHODE  ISLAND 

Parents  Reaching  Out 

1 Simmons  Rd 
Barrinaton,  Rl  02805 
I (401) '^45-5241 

I Down  Syndrome  Society 
of  Rhode  Island 

99  Bald  Hill  Rd 
Cranston,  Rl  02920 
(401)463-5/51 

Parent  T.'aining  Program, 
Special  Education 

22  Hayes  St 
Providence,  Rl  02908 
(401)  277-3505 

Central  Region  Early 
Intervenhon  Program 

J Arthur  Mem  Ctr 
250  Commonwealth 
Warwick,  Rl  02886 
(401)823-1731 

SOUTH  GABOUNA 

Family  ConnectiOR  of 
South  Carolina 

2712  Middleburg  Dr 
I Columbia,  SC  29204 
] (803)  252-0914 

Parents  Reaching  Out, 
i Parents  of  South  Carolina 

2712  Middleburg  Dr,  Ste  102 
Columbia,  SC  29204 
(803)  779-3859 

SOUTH  DAKOTA 

! Parent  to  Parent 

1 2501  W 26th  St 
! Sioux  Falls,  SD  571 05-2498 
(605)  334-3119 

TENNESSEE 

Parent  to  Parent 

31 2 8th  Ave,  10th  FI 
I Nashville,  TN  37247 
I (615)  741-0361 

I TE^ 

j Parent  Case  Management 
1 Program 

j 4601  Hanford 
1 Abilene,  TX  79605 
I (915)691-7232 

j Pilot  Parent 

I The  Arc 
■ 2810  San  Gabriel 
Austin,  I'X  78/05-3598 
i (512)478-7044 
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Partners  Resource  Network 

1090  Longfellow,  SteB 
Beaumont,  TX  77706-4889 
(409)  398-4684 

Parent  to  Parent 

PO  Box  113162 
Carrollton,  TX  7501 1-3163 
(214)  994-  3484 

Tarrant  Cty  Society  for  Hearing 
Impaired  Infants  and  Youth 

6416  Canyon  Cir 
Fort  Worth,  TX  761 33 
(817)  346-0421 

I Parent  to  Parent 

I 307  Peterson 
Royse  City,  TX  75089 
(214)  636-9604 

Parent  Case  Management 
Program  of  West  T^xas 
Rehabilitatior.  Centers 

j 3001  S.iaoKson 
i San  Angelo,  TX  76904 
! (915)949-9535 

UTAH 

Parent  to  Parent 

50  N Medical  Dr.  Rm  2553 
Salt  Lake  City.  UT  84132 

(801)581-2098 

Graduate  Parents 

100  N Medical  Dr 

Salt  Lake  City.  UT  84113-1100 

(801)  588-3899 

i HOPE:  A Parent  to  Parent 
1 Network 

2290  E 4500  S.  Ste  110 
Salt  Lake  Cit\',UT  84117 

(801) 272-1051 

I veawowT 

! Vermont  Family  Resource 
Consultants 

UAP  of  Vermont 
I 499C  Waterman  Bldg 
I Burlington,  VT  05405 
j (802)656-4031 

I Parent  to  Parent  of  Vermont 

I 1 Main  St,  69  Champlain  Mill 
Winooski,  VT  05404 

(802)  655-5290 

I Culpepper  Area  Parent 
! to  Parent 

I Rte2,Box263J 
. Amissville,  VA  22002 
I (703)937-2155 
I Parent  to  Parent  of  Alexandria 

; 4729  N 20th  St 
; Arlington,  VA  22207 
! (703)524-8222 

I SW  Virginia  Parent  to  Parent 

I Drawer  II 

Big  Stone  Gap,  VA  24219 
> (703)523-0682 


PARENT  TO  PARENT  PROGRAMS 


Craniofacial  Anomalies  Clinic 

Box  376 

Charlottesville,  VA  22908 
(804)  924-5801 

Charlottesville  Parent  to 
Parent 

Rte  2,  Box  402A 
Crozet,  VA  23932 
(804)  973-2247 

Prince  William  Parent 
to  Parent 

15077  Lindenberry  Ln 
Dumfries,  VA  22026 
(703)  691-7826 

Parent  to  Parent  of 
Northern  Virginia 

PEATC 

10340  Democracy  Ln,  Ste  206 
Fairfax,  VA  22030 
(703)  691-7826 

Parent  to  Parent  of 
Hampton  Roads 

1600B  5th  St 
Bethel  Manor 
Hampton,  VA  23655 
(804)  865-0463 

Harrisonburg-Rockingham 
Parent  to  Parent 

1251  Smithland  Rd 
Harrisonburg,  VA  22801 
(703)  433  5821 

Twin  Cty/Galax  Parent 
to  Parent 

PO  Box  931 
HillsvIlle.VA  24343 
(703)  236-6585 

Parent  to  Parent,  Whythe  Cty 

Rte  1 , Box  50 
Ivanhoe.VA  24350 
(703)  699-6341 

Parent  to  Parent  of  Central 
Virginia 

Arc  of  Central  Virginia 
1264Krise  Cir 
Lynchburg.  VA  24503 

Fairfax  Cty  Parent  to  Parent 

10509  Adel  Rd 
Oakton.VA  22124 
(703)  281-7113 

Parent  to  Parent  of  Southside 
Virginia 

20  VV  Bank  St.  Ste  C 
Petersburg,  VA  23803 
(804)  862-8049 

Parent  to  Parent  of  Southside 
Virginia 

Crater  District  Infant  Interver^ion 
Program 

2008  Wakefield  Ave 
Petersburg,  VA  23805 
(804)  862-9940 
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I Parent  to  Parent 

] 151 8 Willow  Lawn  Dr 
j Richmond,  VA  23230 
I (804)282-4255 

j Richmond  Parent  to  Parent 

! 1 540  Honey  Grove  Dr 
: Richmond.  VA  23229 
I (804)270-1883 

! Parent  to  Parent  of  Roanoke 

! 3857  Hummingbird  Ln 
; Roanoke,  VA  24018 
I (703)989-5042 

I 

i Parent  to  Parent,  Roanoke 

i 3020  Mansfield  St 
; Roanoke,  VA  2401 2 
j (703)366-3551 

i Parents  of  Children  with  Down 
I Syndrome 

I 6111  Roxbury'  Ave 
1 Springfield,  VA  221 52 
i (703)451-6328 

I Raddanock  Parent  to  Parent 

I 2015  Buoy  Dr 
i Stafford,  VA  22554 
I (703)659-4957 

: Loudon  Parent  to  Parent 

^ 104  Country'  Rd 
’ Sterling,  VA  20165 
[ (703)406-7804 

I Tidewater  Area  Parent  to 
I Parent 

i 707  GittingsSt,Ste  170 
I Suffolk,  VA  23434 
I (804)539-8616 

! Virginia  Beach  Parrnt 
! to  Parent 

! 405  W Farmington  Rd 
' Virginia  Beach,  VA  23454 
1 (804)340-1954 

I WASHINGTON 
; Grays  Harbor  Parent  to  Parent 

I 1 17  E 3rd,  PO  Box  1827 
i Aberdeen,  WA  98520 
; (206)533-5100 

; Parent  to  Parent,  Whatcom  Cty 

i 1111  Cornwall  Ave,  Ste  205 
1 Bellingham.  WA  98225 
(206)  966-7932 

Parent  to  Parent 

! The  Arc  of  Kitsap  Cty 
; 3243  N Perry  Ave 
I Bremerton,  WA  98310 
I (206)377-3473 

! Parent  to  Parent  Support 
I Program 

! 156NWPrindle 
5 Cheha:is,  WA  98532 
(206)748-4359 


i 


Parent  to  Parent, 

Snohomish  Cty 

2531  Wetmore 
Everett,  WA  98201 -2919 
(206)  258-2459 

Parent  to  Parent  Support 
Program 

The  Arc  of  Cowlitz  Valley 
1 1 29  Broadway 
Longview,  WA  98632 
(206)  532-5494 

Parent  to  Parent,  Grant,  Adams 
& Lincoln  Ctys 

903  W 3rd 

Moses  Lake,  WA  98837 
I (509)765-3686 

Parent  to  Parent  Support 
Program,  Skagit  Cty 

PO  Box  1833 
Mr.nt  Vernon,  WA  98273 
(206)  757-7048 

Parent  to  Parent,  Thurston  Cty 

1703  Estate  Ave 
Olympia,  WA  98506 
(206)  352-1126 

I Parent  to  Parent 

I PO  Box  3051 
I Omak,WA  98841 
I (509)826-0716 

. Parent  to  Parent  Support 
I Program,  Clallam  Cty 

2039  W 10th  St 
Port  Angeles,  WA  98363 
j (206)457-1282 

I Parent  to  Parent  Support 
I Program,  Benton  & Franklin 
I Ctys 

1 767  Williams  Blvd 
j Richland,  WA  99352 
I (509)943-2908 

i The  Cleft  Connection 

110PrefontainePIS,Sto500 
Seattle,  WA  98104 
! (206)296-4665 

‘ Parent  to  Parent  Programs 

! The  Arc  of  King  Cty 
! 1 0550  Lake  City  Way  NE,  Ste  A 
I Seattle,  WA  98125-7752 
j (206)948-7322 

I King  Cty  Pare.it  to  Parent 

i 1 0550  Lake  City  WyNE,  Ste  A 
I Seattle,  WA  98125-7752 
1 (206)364-4645 

j Parent  to  Parent  Support 
I Programs,  Mason  Cty 

428  W Birch 
Shelton,  WA  98584 
(206)  426-1005 

j Parent  to  Parent  Support 
I Program,  Spokane  Cty 

I W 1 27  Boone  Ave 
1 Spokane.  WA  99201 
I (509)244-4499 
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Parent  to  Parent 

12208  Pacific  Hwy  SW 
Tacoma,  WA  98499 
(206)  588-1741 

Parent  to  Parent  Support 
Program 

Arc  of  Clark  Cty 
PO  Box  2608 
Vancouver,  WA  98668 
(206)  254-1562 

Parent  to  Parent/De  Padre  a 
Padre,  Walla  Walla  & Columbia 
Ctys 

PO  Box  1595 
Walla  Walla,  WA  99362 
(509)  527-3278 

Parent  to  Parent,  Chelan  & 
Douglas  Ctys 

PO  Box  1 

Wenatchee,  WA  98807 
(509)  782-4476 

Parent  to  Parent  Support 
Program 

603  S 18th  Ave 
Yakima,  WA  98902 
(509)  452-1382 

WESTVIBG8NIA 

Autism  Services  Center 

Prichard  Bldg,  9th  FI 
305  9th  St 

Huntington,  WV  25710-0507 
(304)  525-8014 

WISCONSIN 

1 Pilot  Parents 

i Rte  2,  Box  434 
Ashland,  Wl  54806 
(715)  682-2671 

Brown  Cty  Arc 

PO  Box  12770 

Green  Bay.  Wl  54307-2770 

(414)  498-2599 

DEAF 

PO  Box  23825 

Green  Bay.  Wl  54305-5825 

(414)  437-7531 

MUMS  National  Parent  to 

Parent 

150  Custer  Ct 

Green  Bay.  Wl  54301-1243 

(414)  336-5333 

SW  Wisconsin  Parents  of 
Down  Syndrome  Persons 

18716  W Mound  Rd 
Plattevllle,  Wl  53818 
(608)  348-8906 

Racine  Parent  Support 

The  Arc 
818  6lh  St 
Racine.  Wl  53403 
(414)  634-6303 


JANUARY  1996  / EXCEPTIONAL  PHHEHT  ♦ 


GHA^LES  C T^Q  M 


□ Cnmerer,  M.  C.  & Emerson  Cnpps— RAISING  OTHER 
PEOPLE'S  KIDS:  A Guide  for  Houseparents,  Foster 
Parents,  and  Direct  Care  Staff.  '95, 188  pp.  (7  x 10). 


□ Morton-Young,  Tonimie— AFTER-SCHOOL  AND  PAR- 
ENT EDUCATION  PROGRAMS  FOR  AT-RISK  YOUTH 
AND  THEIR  FAMILIES:  A Guide  to  Organizing  and 
Operating  a Community-Based  Center  for  Basic 
Educational  Skills  Reinforcement,  Homework  Assis- 
tance, Cultural  Enrichment,  and  a Parent  Involve- 
ment Focus.  '95,  148  pp.  (7  x 10),  1 il.  Cloth  — 
S37.95,  pciper-$22.95. 

□ Holley.  Shelby-A  rRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  308  pp.,  13  il.,  1 table, 
$61.95.  $34.95,  paper. 

□ Anderson,  Frances  E. -ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  284  pp.  ibV*  X 93/4),  100  il.,  14 
tables,  $44.95  . 529.95,  paper. 

□ Kass,  Corrine  E.  & Cleborne  D.  Maddux— A HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISABILI- 
TIES: From  Theory  to  Practice.  '93,  222  pp.  (7  x 
10),  3 il.,  $47.95.  $29.95,  paper. 

□ Girodano,  Gerard -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X 10),  85  il.,  26  tables,  $59.95.  paper. 

□ Plumriage,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
& Cynthia  Branson-THE  STUDENT  WITH  A GE- 
NETIC DISORDER:  Educational  implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X 10),  32  il.,  8 tables, 
$75.95.  $39.95,  paper. 

□ lones,  Carroll  J.-CASE  STUDIES  OF  SEVERELY/ 
MULTIHANDICAPPED  STUDENTS.  '93,  174  pp.  (7 
X 10),  $38.95.  $24.95,  paper. 

□ lones,  Carroll  ). -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x 10), 
$39.95.  $24.95,  paper. 

□ Harley,  Randall  K.,  Mila  B.  Truan  & LaRhea  D. 

Sanford-COMMUNICATION  SKILLS  FOR  VISU- 
ALLY IMPAIRED  LEARNERS.  '88,  356  pp.  (63/4  x 
93/4),  41  il.,  $55.95.  $33.95,  paper. 

□ Rose.  Harriet  Wallace- SOMETHING'S  WRONG 
WITH  MY  CHILD!  A Straightforward  Presentation 
to  Help  Professionals  and  Parents  to  Better  Under- 
stand Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87,  210  pp. 
(7  X 10),  $37.95.  $22.95,  paper. 

□ Thompson,  Richard  H.  & Gene  Stanford— CHILD 
LIFE  IN  HOSPITALS:  Theory  and  Practice.  '81, 
286  pp„  1 table,  $38.95,  spiral  (paper). 


□ Hargis,  Charles  H. -CURRICULUM  BASED  ASSESS- 
MENT: A Primer.  (2nd  Ed.)  '95, 190  pp.  (7  x 10). 
paper.  $31.95. 

□ Love,  Harold  D.  & Freddie  W.  Litton  — TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x 10),  8 il.,  23  tables, 
$51.95.  $30.95,  paper. 

□ Vaughan,  C.  Edwin-THE  STRUGGLE  OF  BLIND 
PEOPLE  FOR  SELF-DETERMINATION:  The  Depen- 
dency-Rehabilitation Conflict;  Empowerment  in  the 
Blindness  Community.  '93,  256  pp.  (7  x 10),  3 il., 
$43.95.  $26.95,  paper. 

□ Koziol,  Leonard  F.,  Chris  E.  Stout  & Douglas  H. 
Ruben -HANDBOOK  OF  CHILDHOOD  IMPULSE 
DISORDERS  AND  ADHD:  Theory  and  Practice. 

'93,  252  pp.  (7  X 10),  2 il.,  18  tables,  $55.95. 

$33.95,  paper. 

□ Jones,  Carroll  j.-CASE  STUDIES  OF  MILDIY  HANDI- 
CAPPED STUDENTS:  Learning  Disabled,  Mildly 
Mentally  Retarded,  and  Behavior  Disordered.  '92, 
236  pp.  (7  X 10),  $49.95.  $29.95,  paper. 

□ Jones,  Carroll  J.- ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Disordered.  '92,  294  pp. 
(7  X 10),  7 tables,  $52.95.  $31 .95,  paper. 

□ Trief,  Ellen -WORKING  WITH  VISUALLY  IMPAIRED 
YOUNG  STUDENTS:  A Curriculum  Guide  for 
Birth-3  Year  Olds.  '92,  230  pp.  (7  x 10),  3 il., 
$43.95.  $26.95,  paper. 

□ Fadely.  Jack  L.  & Virginia  N.  Hosier— ATTENTIONAL 
DEFICIT  DISORDER  IN  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X 10),  $51.95.  $30.95,  paper. 

□ Anderson,  Frances  E.-ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (63/4  x 93/4), 
113  il.,  19  tables,  $61.95.  $39.95,  paper. 

□ Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PREECHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp.  (7  X 10),  6 il.,  22  tables, 
$54.95.  $32.95,  paper. 

□ Blanco,  Ralph  F.  & David  F.  Bogacki  — PRESCRIP- 
TIONS FOR  CHILDREN  WITH  LEARNING  AND 
ADJUSTMENT  PROBLEMS:  A Consultant's  Desk 
Reference.  (3rd  Ed.)  '88,  264  pp.  (7  x 10),  $35.95. 
$16.95,  paper. 

□ Cummings.  Rhoda  Woods  & Cleboino  D.  Maddux-* 

PARENTING  THE  LEARNING  DISABLED:  A Real- 
istic Approach.  '85,  144  pp.  (7  x 10),  $31.95. 
$ 16.95,  paper. 

□ Tuttle,  Dean  W. -SELF-ESTEEM  AND  ADJUSTING 
WITH  BLINDNESS:  The  Process  of  Responding  to 
Lifers  Demands.  '84,  336  pp.,  13  il.,  $46.95. 
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$29.95,  paper. 
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Write,  call  (lor  Visa  or  MasterCard)  1-800-258-8980  orl-217-789-89B0  or  FAX  (217)  789-9130 
Books  sent  on  approval  • Complete  catalog  sent  on  request  • Prices  subject  to  change  without  notice 


2600  South  First  Street  Sprjngfield  • I llino  • 62794-9265 
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That  was  the  last  thing  1 needed  to  hear  that  morning!  I was  in  the  middle  of  getting  myself 
ready  for  work,  the  kids  ready  for  school  and  dinner  ready  for  the  crockpot.  And,  now  I needed 
to  find  a sitter  who  could  stay  with  the  kids  until  I got  home  from  the  store  with  more  Attends. 


After  a long  day  at  work,  I fought  the  traffic  to  my  "reliable  source"  for  Attends  Youth  Briefs  - 
they  were  completely  out!  At  another  store,  the  16-year-old  sales  clerk  had  never 
heard  of  Attends  or  incontinence  for  that  matter.  The  last  store  had  either  X-Large  baby 
diapers,  which  rub  his  legs  raw,  or  a Small  Adult  size  that  almost  comes  up  to  his  chini  I went 
home  feeling  frustrated  and  out  an  extra  $8  for  the  sitterl 

Isn’t  there  any  easier  way  to  get 
my  son’s  Attends  Briefs? 

YES!  A teacher  at  my  son’s  school  let  me  in  on  a little  secret  - Home 
Delivery  Incontinent  Supplies  Co.,  Inc.l  Not  only  did  they  carry  my  son’s 
unique  Attends  Youth  Size  at  great  prices,  but  they  would  also  ship  it  to 
my  home  through  UPS  at  no  extra  charge!  (See  order  form  and  $8 
coupon  on  the  following  page!) 

Forget  searching  from  store  to  store  trying  to  find  what  your  child  needsi 

Fast  doorstep  delivery,  great  prices  and  caring  people  • you  can^t 
get  that  in  the  stores!  Thanks  HDISI 

Home  Delivery  Incontinent  Supplies  Co,,  Inc, 

1215  Dielman  Industrial  Court 
Olivette,  MO  63132 


1-800-538-1036 

® Catalog!) 
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For  further  information  circle  ^14 


Why  do  thousands  of  parents  choose  HDIS’  honie^ 
delivery  service  for  their  bladder  control  needs? 


CONVENIENCE 


SAVINGS 


Forget  driving  around  from  store  to  store, 
fighting  traffic  and  searching  crowded  parking 
lots.  Instead,  HDIS  will  deliver  your 
products  right  to  your  home! 


Our  low  warehouse*direct>to*you  prices 

save  you  money  and  we  also  have  a regular 
delivery  schedule  that  can  save  you  even 
more!  (See  details  in  the  coupon  on  facing 
page.) 


SERVICE 


No  more  nosy,  uninformed  salesclerks! 
Since  our  Customer  Care  Representatives 
deal  strictly  with  incontinence  products,  we 

can  answer  your  questions  thoroughly 
and  professionally  to  help  you  find  tfie 
right  product! 


Just  sit  back  and  enjoy  your  kids! 
With  HDIS  you  have  one  less  thing  to 
worry  about! 


NO  STRESS! 
NO  HASSLE! 


Have  you  noticed  since  your  child  has  outgrown  the  Extra-Large  baby  diapers  your  only  other 
option  is  Small  Adult  sizes?  Well,  Attends  realizes  there  is  a big  difference  between  the  two  sizes  so 
they  introduced  the  Attends  Youth  Size  Brief  (35-75  pounds  or  a 17-21  inch  waist).  Not  only  will  this 
work  for  your  child  when  he  or  she  is  at  the  in-between  stage,  but  they  have  a full  line  of  adult  sizes  that 
your  child  can  grow  into.  Forget  having  to  hassle  with  different  brands  every  time  your  child  grows.  Instead, 
you  can  stick  with  Attends,  a brand  you  know  and  trust. 


/ 

Li 

PI 

Attends  Bricts 

Attends  Washcloths 

We  carry  a wide  variety  of  products  for  all  levels  of  bladder 
control  protection  (Attends,  Depend,  Serenity  and  also  harder  to 
find  items  I'ke  Dignity,  Tranquility  and  our  own  line  called 
Re.as.sure*).  Call  one  of  our  Custromer  Care  Representatives  at 
1-800-538-1036  for  a FREE,  fuii-color  cataiog. 


ERIC 


Home  Delivery  Incontinent  Supplies  Co.,  Inc. 
1215  Dielman  Industrial  Court 
Olivette,  MO  63132 

HDIS  1-800-538-1036 
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I’or  further  information  circle  ^14 


Call  1-800-S38-1036  and  place  an  order  with  one  of  our  Customer 
Care  Representatives,  or  fill  out  the  handy  order  form  below  and  mail 

it  to;  HDIS,  1215  Dielman  Industrial  Court,  Olivette,  IViO, 
63132.  if  you  order  right  away,  we  wiil  send  you  a FREE!  tub 
of.  Attends  Washcloths.  They  are  twice  the  size  and  thickness  of 
baby  wipes  (8  1/4"  x 11  3/4").  And,  we  are  also  offering  a savings 
of  up  to  $8  off  your  first  order!  (See  details  in  the  coupon  below.) 
Convenience,  Savings  and  Service  - you  can’t  get  that 
anywhere  else,  but  HDIS! 


I Save  $ 
lor  $2! 





1-800-538-1036 


SPECIAL  COUPON 

How  do  I use  this  coupon?  Simply  indicate  on  the  order  form  how  often  you'd  like  us  to  ship  your 
product,  and  you  may  deduct  S8.00  from  your  first  subscription  order  only!  Or  deduct  S2.00  from 
anv  regular  order!  For  current  HDIS  subscription  customers,  take  advantage  of  S2  savings. 
Remember,  in  order  to  take  S8.00  off  you  must  sign  up  for  the  subscription  plan , 

What  is  the  subscription  plan?  Our  automatic  delivery  subscription  plan  is  for  the  person  who 
needs  a product  on  an  ongoing  basis.  Tell  us  how  often  you'd  like  to  receive  your  product  (every 
4 weeks,  6 weeks,  etc,),  and  we'll  automatically  ship  it  each  time.  You  save  5%  off  our  already 
low  prices,  and  we  will  bill  you  with  each  order.  You  can  change  or  cancel  you,  schedule  at  any 
time  without  penalty.  Call  our  Customer  Care  Representatives  at  1-800-538-1036  if  you  have  any 
questions. 


HDIS 

I One  $8  dixcouiil  per  luniscliold.  No  copies  acccpial.  (iuod  oiiK  al  HI;1S. 




Home  Delivery  Order  Form  For 

□ Yes!  Send  the  order  below  to  my  home  in  a discreet,  unmarked  box. 


Name 

Address  

City,State,Zip 
Phone  ( 


Method  of  Payment:  (choose  one) 

Check  or  money  order  enclosed 

Visa  MC 


Number  (Please  Pnm  Numbers  C'le.irlv  ) 


b\p  [\'»*e 


Attends  Briefs 

Quantity 

Reg.  Price 

Sub.  Price 

Qty. 

Total 

Youth  (35-75  lbs.) 

96/case 

$56.77 

$53,93 

Small  (20-31"  waist) 

96/case 

$55,77 

$52,98 

Medium  (32-44"  waist) 

72 'case 

$49,99 

$47,49 

Large  (45-58"  waist) 

72/case 

$70.99  1 

$67,44  ^ 

1 

1 

Attends  Washcloths 

68/tub 

FREE! 

FREE! 

l Tub 

FREE! 

Attends  Washcloths 

68  tub 

S10.49 

$9.97 

Attends  Washcloths 

5 Uibs'casc 
J 

S41.99 

S39.89 

We  Pay  Shipping  and  Handling ! 

* Yes!  Sign  me  up  for  the  subscription  plan  and  deliver  evcv;v . 
(See  the  valuable  coupon  on  the  enclosed  brochure!) 

O' 


weeks. 


- r)  I >r  I'urthcr  intornuition  circle  ^14 ^ i * ; j — 

^ l\l0>  Home  Delivery  Incontinent  Supplies  Co.,  Inc.,  1215  Dielman  Industrial  Court,  Olivette,  MO,  63132,  1-800-538-1036 
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Less  coupon 
Total 


Choose  the  size  that’s  right  for  your  child 
from  this  ad,  or  if  this  product  does  not  suit 
your  needs  - call  1-800-538-1036  and 
we  will  send  you  a FREE,  full-color  catalog. 
(Samples  are  also  available.) 


2 Cali  toll-free  1-800-538-1036  to 

■ place  your  order.  Our  caring,  trained 
professionals  will  be  glad  to  help  you 
choose  what  you  need.  If  you  prefer 
to  order  by  mail,  use  the  order  form 
on  the  other  side  of  this  page. 


ERIC 


rthcr  intbrmation  circle  ^14 


3 Your  shipment  will  be  delivered  by  UPS  in 
■ a discreet,  unmarked  box  within  five 
working  days  after  we  receive  the  order. 


Home  Delivery  Incontinent  Supplies  Co.,  Inc. 
1215  Dielman  Industrial  Court 
Olivette,  MO  63132 


HDIS  1-800-538-1036 
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Hey  Mom,  Now  There’s 
A Break  From  the  Weather 

The 

WeatherBreaker 

A COLLAPSIBLE  CANOPY  FOR 
WHEELCHAIRS/SCOOTERS 

• Protects  your  child 
from  the  rain 

• Shades  your  child 
from  the  sun 

• Fits  all  wheelchairs 

• Mount  it  once,  then  put  it  on 
or  take  itoff  in  asnap 

Call  your  local  dealer  today! 
or  order  direct 

800-795-2392 

The 

WEATHERBREAKER"  Base  Model  $1 15.00 

When  1 . Manufacturer  and  model  of  Wheel  Chair/Scooter 
Ordering  2.  Choice  of  teal  green,  navy  blue,  cranberry  red  or  charcoal  gray 
Include:  3.  Side  windows  add  $20.00,  Rear  window  add  $1 0.00 

Checks  - Money  Orders  - Credit  Cards  Accepted 

DIESTCO  Manufacturing  • P.O.  Box  6504  • Chico,  CA  95927 

Quality  Guaranteed  • Made  in  the  USA 


Circle  # 105 


PRADERWim 

SERVICES 


Keystone  of  Pennsylvania  and  New  Jersey  are  celebrating 

30  years  of  residential  success  in  programs  highlighting 

community  integration  and  will  be  expanding  services  to 

persons  with  Trader  Willi  Syndrome. 

• Cost  Effective  “24  hour  a day 
program 

• Qose  Medical  and  Dietary 
Supervision 

• Prescriptive  Leisure, 

Recreational  and  Behavioral 
Programming 

• Individual  and  Group 
Counseling  Available 

• Well  Trained,  Caring  Staff 

• Very  Homelike  Residences  in 
Poconos  of  Pennsylvania 

• Vocational  Training  and  Day  Services  for  Adults 

• Educational  Services  are  Available  for  Children 

Phone  1-800-232-^53 

or  write:  Keystone  City  Residence,  Inc. 

406  N.  Washington  Ave. 

Scranton,  PA  18503 


fIBDC 

is  your 
link  to 
parent 
partners 


The 

Association 


of  Birth 
Defect 
Children  (fIBDC) 
is  your  link  to 
parent  partners, 
birth  defect 
^^7  information, 

newsletters,  fact 
sheets,  and  support 
referrals.  Link  with 
families  of  children  with 
similar  disabilities  through 
flBDC's  National  Birth  Defect 

Registry. 

To  receive  a free  parent 
matching  registry  packet  and 
information  about  fIBDC's  other 
projects  and  services  call: 
1. 800-31 3-flBDC 
(24  hours  a day) 


Qo853  During  the  Combined  Federal 
Campaign  in  your  workplace. 
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Special  'fiikes  for 
Special  People 

Featuring  Growth  Adjustability 

Foot  Propelled  Tricycles 

• 3 Sizes/ Models 
(ages  3 to  young  adult) 

• Steering  Stop  for  Safety 
• Easy  to  use  and  Durable 
• Various  Accessories 
• Therapeutic  Exercise 


Hand  Propelled  Tricycles 

• 3 Sizes/ Models 
(ages  3 to  young  adult) 

• Back  Pedal  Brake 

• Steering  Stop  for  Safety 

Tricycles  are  specially  designed  in 
close  cooperation  with  therapists. 
Call  for  Free  Catalog  and  let  our 
experienced  operators  help  decide 
which  style  is  best  for  your  child. 


VISA-MasterCard 


P.O.  Box  1364 

CUMBKRLA\D,  MD  21502  • 301-759-3525 

Copyright  TfUAfD  1990.  PHONE  FAX 

AH  upeafKations  ate  subject  to  aiioration  without  notice 


KEHAIILIT^T'OH  PRODUCTS 


1-800-306-6777 
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Join  The  Forum  — 
it’s  fi*ee  and  it  works! 

The  Prader-Willi  Syndrome 

International  Informai  ion  Forum 

The  Forum  is  the  nation’s  largest 
Prader-Willi  Syndrome  membership 
organization.  Membership  is  free  of  charge 
to  anyone  with  an  interest  in  Prader-Willi 
Syndrome.  Forum  members  receive  many 
benefits,  including  newsletters,  brochures, 
news  about  conferences,  access  to  on-line 
information,  parent-to-parent  and  parent- 
to-professional  networking,  and  more. 

40  Holly  Lane  • Roslyn  Heights,  N.Y.  1 1577 
Toll-free  1-800-.558-0682  • 516-484-71 54 

Internet  address  — visink^delphi.com 
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Kinderwagen  products  now  available  through 

Taylor  Made  Healthcare 

Bugsy 

An  ergonomically  designed  indoor/ 
outdoor  postural  walker  available  in  3 
sizes.  Optional  postion'ng  aids,  sliding 
brakes,  fixed  or  swivel  wheel  frames  with 
color  choices  of  puple  or  turquoise. 


Panda 

Postural  positioning  system 
available  in  3 sizes,  fixed  or  swivel 
wheel  frames,  several  fabric  options  and 
color  choices  of  purple  and  turquoise. 
Standard  features  include  tilt-in-space, 
wheel  locks,  reversable  seat,  compact  and 
lightweight.  CK^er  40  options  available 
including  locking  mobile  high  chair  base. 


Flipper. 


An  adjustable  bath  aid 
constructed  of  lightweight  tubular 
steel.  Available  in  2 sizes  with  a 
white  frame  and  blue  webbing. 
Standard  features  include;  wheels  and 
adjustable  seat  back.  Optional  head 
support  and  chest  strap  are  available. 


* Call  and  ask  about  our 
free  evaluation  program 


10  West  9th  Avenue 
Gloversville,  New  York  12078 
1-800-2S3-0942  • Fax:(518)773-9375 
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Crystal  Springs  School 

A PROGRAM  CF  THE 

INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES,  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a professionally  caring,  homelike  environment 

since  1953. 

• 30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.(. 

• Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  - 22,  Including 
those  young  people  characterized  as  medically  fragile. 

• 365  day  programs  providing  24  hour  nursing  availability. 

• Licensed  by  the  Massachusetts  Office  tor  Children. 

• Approved  by  the  Massachusetts  Department  of  Education. 

• Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information,  Please  Call: 

Admissions  Coordinator 

1-800-840-8087 


(508)  644-3101 
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daily  independence  through  the  General  Motors 
Mobility  Program  for  Persons  with  Disabilities. 

It  starts  with  a toll-free  call  to  our  GM  Mobility 
Assistance  Center.  We'll  identify  your  local  driver 
assessment  centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle  modi- 
fications and  si.j^gest 
which  GM  cars  and 
light-duty  trucks  might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 
Qualified  customers  can  finance  the  cost  of  the 

(Reimbursement  for  least d vehicle  adaptation  available  only 
upon  lessor  s appr(.>val  tt>  atlapt  velm  le. ) 


vehicle  and  any  modifications  through  GMAC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 
life.  Call  us  toda}'.  Or  contact  your  Chevrolet, 
Pontiac,  Oldsmobile,  Buick,  Cadillac  or  GMC 

Truck  dealer  and  find 
out  how  the  General 
Motors  Mobility  Program 
can  help  make  every 
day  Independence  Day 
for  you. 

CaU  toU-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

Reimbursement  of  adapiation  costs,  up  to  $1000 

Financing  available  through  GMAC 

Information  on  driver  assessment  centers  and 
adaptive  equipment  installers 

^ Free  resource  video,  "On  The  Move  Again" 

24-hour  Roadside  Assistance 


General  Mot^s. 


Makes  batMme  child’s  play. 


MMvcTKAM  vvashchair. 
sensible  back-saver.  Safe, 
wef  shower  or  bath  fun. 

Cen  go  to  the  beach  or  pool. 


-TO'P  Of  SHOWtflOOOR-OPEN  - 


eeunenowiw  ♦ CAnamm  eooeee 

is  a truly  berrier-fiee  tub  replacement 
An  easy-tOKk)  1-<tey.  noi^lumber  projectl 

ACCeSSAble.  For  Every  Body. 

Call  about  396  other  access  products,  including  child-size 

VEimcAL>BACK  WASHCHAiRS  and  a unique  and 
wonderful  POWflER-REiiOTE  door  system.  Next 
month:  our  new  Tilt-back  Washchair  and  the  All-terrain 
FunChair.  Soon:  RolFlor,  an  easy,  affordable  roll-in 
conversion  fisr  existing  showers! 


I THAT  III 


1 800  285  2525 

for  mors  information 


IHVIMNMIim  * MMAttCTS 
THAT  KIPHT.  OUT  Of  THt  >0X1 
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Got  a computer? 
Don't  know  what  to  do  with  it? 


We  can  help. 
(Just  ask  Alexander). 


Since  1979,  IntelliTools  has  been  helping  people 
use  computers  by  providing  intelligent  tools  for 
special  education,  early  chikihood,  elementary  education 
and  adults  with  disabilities. 

To  receive  a free  copy  of  our  new  1994-95  Catalog, 
featuring  over  1 5 new  products,  call  or  write: 

InteuiToois,  Inc. 

5221  Central  Avuxjo*  Suite  205 
Richmond  CA  94804 
800  • 899  • 6687 
510  • 528  • 2225  FAX 
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Express 


Medical  Supply,  Inc. 


f - Z o • •} 


MailOrxlcr 


Sitpplies 


♦ UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra  • Urocare  • United 

♦ EN  CONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦WHEELCHAIR 
CUSHIONS 
Roho  • Jay 

♦SION  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦ FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


Call  for  a Free  Catalog 

800-633-2139 


Circit  # 156 


mu  InuHHfuunaifi  Kchahil^ianrui'  . • 

( l^jiU’}'  \h;i  K's  iL 

(i  lf.h-‘jhi-  ////(’>/  c(/ffihifuri io}!  nj 
i n}fCvnipnf  ^r\-  h’ihunln'^i  '^n/^hiSlU  uU  il 
‘IviU  fini;^  llycoy\^  li  hi’iiuiijulh'  i 

\ ...  '{cni  injHS  <nt(l 

^ r / / 

‘_\u\  t[  h’\hl(‘4/l  hi'hr^  \{'nc.(l  m ihis, 

' . i\  jin  lii/iiiic  iiiul  i n;^ 

V.  V . ■ .'  - 

; ■ : th^‘  ' hi sidiului  d it!  ua  v 


([Hi {in urn  r<///i  juhn 


■) 


Exceptional 
Needs  . . , 
Exceptional 
Outcomes 

Cj  rotchecl  Mountain  Ftiundalion  is 
proud  to  announce  its  capacity  to 
facilitate  community-based  housing 
and  aftercare  for  students  returning 
from  residential  settings  to  cities  and 
towns  in  New  York,  Maine,  and 
New  Hampshire. 

Crotched  Mountain  can  provide 
your  child  with  state-of-the-art 
educational  and  rehabilitation  setwices 
in  a preparatort’  school  setting,  followed 
by  a guided  return  to  your  community 
housing,  educational,  and  lifelong 
planning  resources. 

For  more  information  on  these 
services  or  those  of  our  subsidiaries, 
please  contact  our  Admissions 
Officer,  Debra  Flanders  at 
(603)  547-3311,  ext,  235. 
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The  Foundation  for  Technology  Access  (FTA)  began  in 
1987  as  a joint  project  of  a grass-roots  Organization- 
Disabled  Children's  Computer  Group — and  a major  cor- 
poration—Apple  Computer. 

From  a small  group  of  parents,  consumers  and  profession; 
als,  FTA  has  grown  into  one  of  the  nation’s  largest  resources  to 
help  adults  and  children  with  disabilities  gain  access  to  the 
benefits  of  adaptive  technology. 

FTA's  most  important  means  of  promoting  technology  access 
may  be  its  Alliance  for  Technology  Access  (ATA),  a nationwide 
network  of  community-based  assistive  technology  resource 
centers.  ATA  centers  work  with  a wide  vanety  of  individuals 
and  organizations  and  have  no  eligibility  criteria  for  determin- 
ing who  may  receive  services. 

A description  of  services  provided  by  individual  centers  fol- 
lows each  listing.  Numbers  correspond  to  items  listed  in  the 
Key  to  Services. 

This  symbol  (&)  indicates  an  Internet  e-mail  address. 


ALABAMA 

Birmingham  Aliiance  for 
Technology  Access  Center 

Birmingham  Independent  Living  Ctr 

206  13th  St  S 

Birmingham,  AL  35233-1317 
(205)  251 -2223  (V/m) 

(205)  251 -0605  (fax) 
1.2.3,4,5,6,8,11. 13,14,16.19,20: 
Braille  services,  home  visits 

Technology  Assistance  for 
Special  Consumers 

PO  Box  443 
Huntsville,  AL  35804 
(205)  532-5996  (V/TTY) 

(205)  532-5994  (fax) 
at  tascal@aol.com 

1,2.3.4,5,6,7,8.9.10,11.12,13, 

14,15,19.20 

f^KA 

Alaska  Services  For  Enabling 
Technology 

207  Moller  Dr,  PO  Box  6485 
Sitka,  AK  99835 

(907)  747-7615  (voice) 
asetseak@aol.com 
1,2,5,6,8, 19;  expertise  in  technol- 
ogy for  people  with  vision  impair- 
ments 


ARIZONA 

Technology  Access  Center 
of  Tucson 

4710  E 29th  St 
PO  Box  131 78 
Tucson,  AZ  85732-3178 
(602)  745-5588  (voice) 

^ tactaz@aol.com 
1,2,7,8,9.10,11,12,13,14,15,19. 
20:  disability  awareness  sessions 

ARKANSAS 

Technology  Resource  Center 

c/o  Arkansas  Easter  Seal  Society 
3920  Woodland  Heights  Rd 
Little  Rock,  AR  72212-2495 
(501)  227-3600  (voice) 

(501)  227-3601  (fax) 
atrce@aol.com 

1,2,3,4.5.6.7.8.9,10,11,12,13. 
14,15,16,17.18,19,20:  District 
Assistive  Technology  Service  Plan 

CWFORNIA 

Center  for  Accessible 
Technology 

2547  8th  St,  12-A 
Berkeley,  CA  94710-2572 
(510)  841-3224  (VATY) 

(510)  841-7956  (tax) 
cforat@aol.com 

1,2,3,4,5.6.7,9,t0,11,12,13.14, 

15.16.17.19.20 

I Computer  Access  Center 

; 1807WilshireBlvd,((202 
I Santa  Monica,  CA  90403 
(310)  829-6395  (voice) 

: ^ cacofsmca@aol.corn 
; 1,2,4.5,6.7.8.9,11,12.13,15.16. 
! 17.19.20 


Sacramento  Center  for 
Assistive  Technology 

4370  Mather  School  Rd 
Mather,  CA  95655 
(916)  361 -0553  (VAIY) 

(916)  361  -0554  (fax) 

^ scatl  ©aol.com 

1.2.3.6.9.11.12.15.19.20 

Special  Awareness  Computer 
Center 

Rehabilitation  Unit  North 
2975  N Sycamore  Dr 
Simi  Valley,  CA  93065 
(805)  582-1881  (voice) 

(805)  582-2855  (fax) 

^ sacca@aol.com 
1,2,12,13,15 

Special  Technology  Center 

590  Castro  St 
Mountain  View,  CA  94041 
(415)  961 -6789  (voice) 

(415)  961 -6775  (fax) 

1.2.6.8.9.10.11.12.13.15.16.20 

Team  of  Advocates 
for  Special  Kids 

100  W Cerritos  Ave 
Anaheim,  CA  92805-6546 
(714)  533-8275  (voice) 

(714)  533-2533  (fax) 

^ taskca@aol.com 
12,5,6,7,8, 12,13, 14,15,16, 18, 
20:  consultations.  Saturday  open 
labs 

FLO^A 

Center  for  Independence 
Technology  and  Education 

215  E New  Hampshire  St 
‘ Orlando,  FL  32804 
(407)  898-248?  (voice) 

(407)  895-5255  (fax) 

1^  cite@applelink.apple,com 
1,2,3,4,5,7,8,9,10,11,12,13,14, 
15, 16,17, 18, 19,20,  parent  sup- 
port group 


I 


I 


GEORGIA 


Tech-Able 

1 1 40  Ellington  Dr 
Conyers.  GA  30207-4323 
(404)  922-6768  (voice) 

(404)  922-6769  (fax) 
tekablega@aol.com 

1,2,3,4,5,6,7.8,9,10.11.12.13. 
14. 15, 16.20:  fabrication  of  adap- 
tive devices  and  recycling  of  used 
medical  equipment:  information 


and  referral 


Key  to  Services 

1.  Hands-on  computer  demon- 
strations 

2.  Guided  exploration 
and  problem-solving 

3.  Formal  technology- 
needs.assessments 

4.  Assistance  in  obtaining 
assistive  technology  funding 

5.  Software  lending  library 

6.  Loans  of  computers  and 
hardware 

7.  Toy  lending  library 

8.  Loans  of  assistive  devices 

9.  Videotape  lending  library 

10.  Constructing/adapting 
switches  and  devices 

11.  Technical  assistance 
to  lEP  teams 

12.  Teacher  training 

13.  Parent/family  training 

14.  Augmentative 
communication  training 

15.  Workshops 

16.  Early  childhood/ 
preschool  programs 

17.  Computer  camps/ 
After-school  programs 

18.  Transition  training  for 
young  adults 

19.  Technical  assistance 
to  employers 

20.  Newsletter 


HAWAII 

Aloha  Special  Technology 
Access  Center 

1750  Kalakaua  Ave  #1008 
Honolulu,  HI  96826-3725 
(808)  955-4464  (voice/fax) 

^ siachi@aol.com 

1,2,3,4.5,6,7,8,9,10,11,12. 13. 

14,15,16,20 

ILUHOIS 

Northern  Illinois  Center  for 
Adaptive  Technology 

361 5 Louisiana  Rd 
Rockford,  IL  61108-6195 
I (815)  229-2163  (voice) 
j (815)  229-2120  (fax) 

I ^ ilca@aoi.com 
I 1,2,3,4,5.6,7,8,9.10,11.12.13. 
\ 15,17.18.19.20 
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ALUANCE  FOR  TECHNOLOGY  ACCESS  CENTERS 


Technical  Aids  & Assistance 
for  Persons  with  Disabilities 
Center 

1950  W Roosevelt 
Chicago,  IL  60608 

-3373  (V/TTY) 
(312)421  -3464  (fax) 

& tat.'''^cr.lei<^aol.com 
1 /, 3,1112.13.15.19 

IKDim 

Assistive  Technology  Training 
and  Information  Center 

3354  Pine  Hill  Dr 
PO  Box  2441 
Vincennes.  IN  47591 
(800)  962-8842  (V/TTY) 

(812)  882-1128  (fax) 
inatticK^aol  com 

1.2.4,5.6.7.8.9.10.11.12.13.15. 
18  19 


Technology  Resources  and 
Solutions  for  People 

3023  Canterbury  Rd 
and  1710  W Schilling  Rd 
Salina,  KS  67401 
(913)  827-9383  (V/m) 
(913)827-0301  (V/TTY) 

{91 3)  827-5446  (f"x) 
trspks@aci.com 

1.4.5.7.8.11.12.13.14.15.16,18 


KEimiGKY 


Blue  Grass  Technology  Center 

169  N Limestone 
Lexington,  KY  40507 
(606)  255-9951  fv//TTY) 

(606)  255-0059  (fax) 
bluegrass@aoi.com 

1.2.3.4.6.7.8.9.10.11.12.14, 15. 

. 8. 19;  supported  employment 
services  for  rural  Kentucky 


Enabling  Technologies 
of  Kentuckiana 

LouiS‘4ile  Free  Public  Library 
301  York  St 


Louisville.  KY  402C3-2257 
(502)  574-1637  (voice) 
(502)  574-1674  (TIY) 
(502)  582-2448  (fax) 

^ entecky@aol.com 


1.2.3.6.7.8.9.11. 12.13.14,15.16. 
17.18.19.20 

Specialink 

36  W 5th  St 
Covington,  KY  4i0i  1 
(60(i'  491  -2464  (voice/lax) 

^ spcllnkky@aol.com 
1.2.3.4.5.6.7.8,9.10.11.12.13. 

14. 15.  W.  19.20:  software  devel- 
opment. legional  center  for  SW 
Ohio.  N Kentucky  SE  Indiana 
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{ CATER-Center  for  Adaptive 
Technology  and  Educational 
I Resources 

! 731  ParkAve 
: Mandeville,  LA  70443-491 8 
' (504)  626-7068  (voice/fax) 

■ caterla@aol.com 
I 1, 2.4,5 J, 9. 10.11. 12. 13. 15. 18.20 

! MARYUMID 

I Learning  independence 
’ Through  Computers 

' 28  E Ostend  Se 
. Baltimore,  MD  21 230 
i (410)659-5462  (voice) 

, (410)  659-5469  (HY) 

' (410)659-547'2(fax) 

I ^ linciv.d@aol.com 
; 1.2.5.10.12.13.15.17,19.20 

i 

j Massachusetts  Special 
i Technology  Access  Center 

^ 12MiidQ9Way  1-6 
; Bedford,  MA  01730-2138 
: (61 7)  275-2446  (voice) 

: 1.2.5.7.8,9.10.11.12.13.14.15. 

; 16.19.20 

\ 

' Living  & Learning  Resource 
I Centre 

i Physically  Impaired  Association 
I of  Michigan 
j 601  W Maple  St 
: Lansing,  Ml  48906-5038 
: (517)  487-0883  ;vmY) 
j (517)  487-1605  (fax) 
j ^ llrcriii@aol.com 
; 1.2.3.5.6,8.9.11.12.13.14.15.19 

\ MINNESOTA 

: PACER  Computer  Resource 
I Center 

4826  Chicago  Ave  S 
Minneapolis,  MN  55417-1098 
: (612)  827-2966  ('ymY) 

1 (612)  827-3065  (fax) 

I ^Iina100w@wonder.em.cdc.aov 
I 1.3.4.5,6.8.911.12.13.15.20 

I MIS^RI 

) Technology  Access  Center 

; 12110  Clayton  Rd 
, St  Louis.  MO  63131 -2599 
i (314)  569-8404  (voice) 

. (314)  569-8400  (TTY) 

(314)  993-5937  (fax) 

^ ^ mostltac@aol.com 
. 14,56.9.12.13.15.19.20 
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I MOW^AMA  I 

j Parents,  Let’s  Unite  for  Kids 

! MSU  Biiiings  SPED267  , 

1500  N 30th  St  I 

Billings,  MT  591 01 -0298  i 

(408)  657-2055  (V/TTY)  i 

; (406)  657-2061  (fax)  i 

i & plukmt@aol.com  I 

i 1.2.3,4,5.6.7.8.9,10,11.12.13,  | 

j 15.16.17.18.19.20:  book-lending  ! 
I library  MedLine  searches,  data- 
j base,  '^arent  Training  Center 

i NEW  JERSEY 

j Center  for  Enabling 
j Technology 

! 622  Route  10  W.#22B 
I Whippany,  NJ  07981  -0272 
(201)  428-1455  (voice) 

I 1^  cetnj@aol.com 
I 1.2.3.12,13,13.16.17.20.  open 
\ resource  times 

j Computer  Center  for  People 
I with  disAbilitics 

I 35  Haddon  Ave 
j Shrewsbury,  NJ  07702-4007 
i (908)  747-5310  (voice) 

I (908)  747-5936  (fax) 

I E&cco‘ap;@aol.com 
i 1,2.5,6.7,9,10.12,13,14,15,16. 

; 1 7,20:  specialty  groups:  ADD 
I club.  Kids  Helping  Kids.  Creative 
j Writing 

\ 

' Techspress 

I Resource  Ctr  for  Independent 
I Living 
I 409  Columbia  St 
Utica.  NY  13502-0210 
! (315)  797-4642  (voice) 

: (315)  797-5837  (TTY) 
j (3J5)  797-4747  (fax) 

^ txprsny^^aoLcom 

1.2.3.6.7.8,10.11.12.13,14.15. 

18.19,20 

I 

I Carolina  Computer  Access 
I Center 

1 700  East  Second  St 
I Charlotte,  NC  28202-2326 
' (704)  342-3004  (voice/fax) 
i ^ ccacnc@aol.com 
, 1.2.4.5.6.8,9.10.12.1516.19,20 

I >fqRTH  pjU{OTO 

j Pathfinder  Services 
! of  North  Dakota 

i 1600  2nd  Ave  SW 
j Minot,  ND  58701 
: (701)  852-9426  (voice) 
j (7UI)  838-9324  (fax) 
i pathfinder@aol.com 
‘ 1.5.7.9.11,12.13,14.1516.18.20 
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Key  to  Services 

1 . Hands-on  computer  demon- 
strations 

2.  Guided  exploration 
and  problem-solving 

S.  Formal  technology- 
needs.assessments 

4.  Assistance  in  obtaining 
assii^Jve  technology  funding 

5.  Software  lending  library 

6.  Loans  of  computers  and 
hardware 

7.  Toy  lending  library 

8.  Loans  of  assistive  devices 

9.  Videotape  lending  ^'brary 

I 10.  Constaicthg/adapting 

1 ff^r'itches  and  devices 

I 11.  Technical  assistance 

to  1£P  teams 
12.  Teacher  training 
I 13.  Parent/family  training 

I 14.  Augmentative 

i communication  training 
I 15.  Workshops 

j 16.  Early  childhood/ 

I preschool  programs 

I 17.  Computer  camps/ 

I After-school  programs 

j 18.  Transition  training  for 

j young  adults 

I 19.  Technical  assistance 

j to  employers 

j 20.  Newsletter 

I 

I Technology  Resource  Center 

! 301  Valley  St 
! Daylon,  OH  45404-1840 
I (513)  222-5222  (voice) 
j (513)222-2101  (fax) 

^ trcdoh@aol.com 
i 12.4.5.6.7,8,9.10.11.12.13.14. 
I 15.16.17.18.19.20 

I 

* TechACCESS  Center 
I of  Rhode  Island 

j 300  Richmond  St 
j Providence,  Rl  02903-4222 
j (401)  273-1990  (V'/TTY) 
i (401)831-1131  (fax) 
j ^ accessri@ao!,com 
! 1.2.11,12.13,14.15,16  ,7.20 

i TENNESSEE 

I East  Tennessee  Special 
i Technology  Access  Center 

: 3525  Emory  Rd  NW 
Powell,  TN  37849 
i (615)947-2191  (voice) 
j (615)  947-2194  (fax) 
j ESetstactn@aol.com 
1.2,3,4.5.6.7.8.9.10.11.12.13. 

! 15.16,17.19.20 


Emily  Landau,  3,  travels  everywhere  with  her  best 
friend,  ''Pujfyf  sqfely  ensconced  in  the  basket  of  her 
walkei\  Emily,  who  has  Laisen  syndwme  and  cervical 
kyphosis,  is  described  by  hei'  mother  as  “bright,  inquisi- 
tive and  talkative/'  She  lives  in  West  Babylon,  New  York, 


Technology  Access  Center  of 
Middle  Tennessee 

2.222  Metro  Center  Blvd.#126 
Nashville.  TN  37228 
(6151  248-6733  {V/rrO 
(615)259-2536  (fax) 

& tactn@aol.com 
1,2,3.4,5,6,8,9,11,12.13,14.15. 

19.20 

West  Tennessee  Special 
Technology  Access 
Resource  Center 

60  Lynoak  Cove 
Jackson,  TN  38305 
(901)  668-3888  (voice) 

(901)  668-1666  (fax) 
iSl  startn@aol.com 
1.2,3.4.5,6,7.8,10,^2,13,14,15. 
16.1 /.18.1 9.20 

UTAH 

Computer  Center  for  Citizens 
with  Disabilities 

2056 S 1100 E 
Salt  Lake  City.  UT  84106 
(801)  485-9152  (V/TTY) 

(801)  485-8675  (fax) 
tS  cccdut@aol.com 

1.2.8.9.12.14.15.20 

VIRGIN  ISIMDS 

Virgin  islands  Resource  Center 
for  the  Disabled 

74-B  & 75  Kronprindsen  Gade 
Box  1825 

St  Thomas.  USV(  00803 
(809)  777-2253  (voice) 

(809)  774-5816  (fax) 
1.3.4.7.9.11,12.13.14. 15.16.17, 

18.19.20 


i VIRGINIA 

j Tidewater  Center  for 
i Technology  Access 

Special  Education  Annex 
! Celebration  Station 
; 3352  Virginia  Beach  Blvd,  #1 1 2 
i Virginia  Beach.  VA  23452 
‘ (804)  431 -4095  (V, TTY) 

; (804)  431 -4089  (fax) 
tcta@aol.com 

1.2,3,4,5,8,9,10.11,12.14.15. 16. 
; 17 

WEST  VIRGINIA 

Eastern  Panhandle  Technology 
Access  Center 

; 110  Mordington.  PO  Box  987 
Charles  Town,  WV  25414 
(304)  725-6473  (VmY/fax) 

! ^ eptac@aol.com 

1.2,4,5,6,7,8,910,11,12.13.15. 

: 16.17,18.19.20 

Project  GLUE 

South  Charleston  Public  Library 
312  4thAve 

■ S Charleston.  WV  25303 
. (304)  342-6501  (V/riY) 

^ glueata@aol.com 
1,2,12,13.15 


Canada 

Alliance  Centre  for  Technology 

360  George  St  N #202 
Peterborough,  Ontario  K9J7E7 
(705)  741-4214  (V/TTY) 

(705)  741-4581  (fax) 

E&  alliance@trentu.ca 
1.2.3.4.10,1^13.14. 15.19.20 


Make  vour  child  a star 
in  my  CooperCar! 

New  and  improved! 

1 ) More  power 

2)  Proportional  joystick 

3)  More  speeds 

Still... 

Adaptable  to  any  child, 
any  switch  and... 

...less  than  $1000! 

BEWARE!  You  may  see  ads  with  products  that 
toot  like  mine,  but  they  are  simpty  more  expenstva 

Hi! 

I'm  RJ  Cooper,  inventor  of  the  CooperCai',  SAM, 
and  many  special  needs  computer  programs  for  your 
child.  I've  been  helping  parents  and  professionals 
for  10  years  now,  and  I'm  here  to  help  you! 

When  you  call  me,  I'll  share  with  you  my 
experiences,  methods,  and  materials  that  have 
helped  thousands  of  children  become  successful, 
many  for  the  first  time  in  their  lives! 


'rhe'linew^M<town...tfte 
4 finger  goes  across,  i 


fin^ 


Use  a single  switch  to 
SSttmibSSh. 


mmm 


CrossScanner 


...lets  one  switch  (or  any 
pointing  device)  do 
everything  on  your  Mac  or 
Windows  computer! 


SAM 

...my  Switch-Adapted 
Mouse  device... 

.lets  you  plug  switches 
into  your  computer! 


1 also  make  a variety  of  special  needs  software 
for  your  Mac,  Windows,  or  Apple  II  computer. 

So,  for  a free  catalog  or  advice,  call  me,  RJ,  at... 

1 -800-R  JCooper 


RJ  Cooper  & Associates 
24843  Del  Prado  #283  Dana  PT.  CA  92629 
Voice:  714-2404853  Fax:  714-240-9785 
Email:  ricoop@aol.eom 
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Circle  # 131 


^ flBEO  OF  YOUR  6^ 

' NOT  PERFORMING?  i ; 


INCREASE  YOUR  BATTERY  UFE 
2-3  TIMES! 

A new  innovation  made  possible  by  microelec- 
tronics puts  a battery  management  system  at 
your  finger  tips. 

Never  charge  ycur  battery  again,  unless  you  want 
to  replace  it  before  its  time,  and  worry  yourself 
silly  in  the  process.  Tend  your  batteries  with  the 
amazing  new  InteliTender. 

We  carry  a full  line  of  replacement  batteries  and 
battery  tenders  for  motorized  wheelchairs,  scoot- 
ers and  tri-carts. 


For  fuither  information  call; 

1-800-572-4888  ext.  113 


MANUFACTURING  AND  SALES 


890  W.  23rd  ST.  ■ HIALEAH,  FL  33010 

PpTp  CIrcIt  • 4S 
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Save  Up  t'j  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  Depend, 
Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Paiic,  New  York  1 1558 

Circle  #72 


WILLOW  RIUER  FARMS 

An  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer. . . 


□ A family-based  home  environment  that 
incorporates  traditional  values 

n A setting  that  fosters  personal  growth, 
independence,  and  self  respect 

n Opportunities  for  productive  work  through 
individualized  programming 


n A home  for  persons  age  21  and  older 


I 

Contact: 

Jimmy  R.  Haskins, 
Ed.D.,  Director 
Wiliow  River  Farms 
P.0,  Box  450 
San  Felipe,  TX  77473 


Operated  by. 
Center  for  the 
Retarded,  Inc.  (CRl) 
Houston,  TX 
B.R.  (Bill)  Walker,  Ph.D. 
Executive  Director 


CALL  (409)  885-41 21 

Clrett.M 


j 


A 0 V E R T 1 S E M E N T 


PRODUCT  NEWS 


Lightweight  Portability  Solves 
Transport  Problem 


New  BusA^an  Tie-Down  Models 

N\nv  available,  the  Cruiser  Transports,  a 
now  bus/van  tie-tliwvn  bujj^y  line  from 
Cm-ivaid,  successtully  crash  tested  at  30 
MPH,  20^  deed  in  a forward^tacinji 
conti^uration  with  up  to  170  lb. 
dummy,  usin^  a Q-Straint  (with 
pivsitive  liK'k)  tiedown. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Convaid  s EZ  Rider  makes  transport  easy 
and  tun  with  six  colors,  several  sires  and 
extensive  adjustability. 


Convaid  s buggies  are  the  answer  tor 
moms  and  kids  on  the  go.  Long  known 
for  their  patented  folding  design,  they 
fold  with  «ill  positioning  adaptatiiMis  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  tor  indoor 
or  outdoiK  u^e. 


Full  Range  of  Accessories 

A choice  of  up  to  twenty  i^ptions  on 
('onvaids  buggies  includes  a transparent 
detachable  tray,  made  of  unbreakable 
Lexan\  and  a detachable  canopy  tor 
shade  and  protection  \vo\w  the  elements. 


Convaid  continues  to  add  to  its  broad 
lan^  of  p«itiqnipg.  bu^es  to  fit  any  age, 
any  ’siie  and  mort  ti^t  budgets.  Choo§e 
from  the  Cruiser  line  with  its  many 
different  positionii^  k(!essoitii^s7  EZ 
Rider  with  its  quick  foldingf  iijsigr^'o^^ 
of  Convaid’s  compact  folding  Plus 

we  offer  the  Cruiser  TrtM^  Um,  i 
bus/van  ;ie'd  awn  successyiy 
up  to  a 170  lb.  dummy. 

I^All  Convaid  buggks  feature  our  patented 
ding  design  which  eliminates  shmip  and 
of  acekkntai  foldin|, 
thepoMibilities.  * 

FittVAirWamimy. 
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Helping  Children  Shape 
Their  Lives 


Our  caring  staff  is  committed  to  helping 
children  shape  their  lives  through  personal 
choice  and  a solid  foundation  of  learning. 


Specialized  education  and  therapy  programs 
are  tailored  to  meet  your  child's  needs. 


Working  together,  we  can  help  them  reach 
their  goals. 


, , , Right  From  The  Start 

Elwyn  Inc.  day  and  residential  programs,  include: 
M early  intervention 

■ pre-school  for  disabled  and  non-disabled 
children  together 

■ elementary  and  secondary  education 

■ post-graduation  transitional  services 

■ vocational  training  and  placement 

■ award-winning  therapeutic  recreation  facilities 

■ 24-hour  health  care  services 

■ modem,  home-like  residential  settings 


Eiwyn.  caring  for  over  10,000  children  and  adults  with 
varying  disabilities,  has  locations  throughout  Pennsylvania, 
New  Jersey,  Delaware,  Calfomia,  and  Jerusalem. 


ELWYN  INC.  • Admissions  Office 

1 1 1 Elwyn  Road  « Elwyn,  IPA  19063-4699 

(610)  891-2256  (PA) « (800)  345-8111  (outside  PA) 


o 

UC, 
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Bustop  Alert 

is  a stateof-thfr^it 
electronics  school 
bus  to  home 
alerting  system 
that: 


gives  parents  that 
precious  extra 
time  to  prepare 
their  chidren 


^ gives  children 
tlie  safety  and 
comfort  of 
waiting  inside  - 
not  oi^oors  in 
had  weatiier 

^ gives  children 
who  are 

wheelchairhound 
or  use  other 
adaptive  devices 
a nectded 
advantage 


gives  children  the 
comfort  of  less 
time  spent  on  the 
bus  riding  to  and 
from  school. 


/<TM 


'Here  Comes  The  Bus 


For  more  information  about  this 
unique  system,  call: 

1-800-370-6406 

254  Charlevoix. 

jjajJf  Grosse  Pointe  Farms 

imkSkmtn  Michigan  48236 

FAX:  (313)  885-7075 
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KMirnnscnri 
Television  is. important  lor 
America's  disability  communityT 
The  network's  pfogromiiiin9 
helps  Americans  v/ith  disabili-^ 
ties  niov£  intp. mainstream  life 
by  changiiig  perceptions. 


SfNArO/?  DOLE 


7 l\  \{  11)  t)l1 . 
not  only  gives  people  with 
disabilities  a new  means  of 
(ommunicotion,.but  television 
gives  all  Americans^an  ^ 
op^portuiiity  to  maximize 
abilities.  \ \ ^ 

..  . 

SENATOR  rOM  H/iRHiH  -■ 


'As  one.of  49  inillron 
Amerkans  who  happens  to  . 
have  0 disability;  like  1 
. happen  to  have  epilepsy, 

“I'm  very  excited  obout 
K\l  I ^I)U^C■^P^..I^1^  ■ ■ 
uses. the  extraordinary  power . 
of  television  to  coriimunicale 
ideas  and  positive  role  models- 
for  our  complex  society. 


■JONY  WEikO,'  Chakifion 
:PrcsidenJ's  Comfifitfeo 
on  Eivploynient  of  P.eople 
with  Oisabilitiei  ■ 


'Rlease  join  March  of  Dimes 
and  KVU  IIm  Ol’l  . With “ 
yoor  help,  we  can  improve  the 


quality  of  life  for  Atjierrcans 
with  birth  defects  and  pt^er 


disabilities:  And  we  ca.n  offor  • 
quality  procji.ammiiigjik  wliole 
'family  can  enjoy:  . \ 


.rDR.J^NNJEEP  L.  HOWSi 
‘ President 
l\/\at(h  of  Dimes 
' Bnth  Oefeetsdoijndation 


'■  Join  with  us  at.^astrL 
Seals  ahd1\  \i  bilk  i •' 
We  want  to  share  vital,  pc<u^ 
rote  irifo“rmation‘;  V^e  want  to 
■ brighten  Arjierkan  homes  from 
• ^oustJp  c'oeist  with  good; 

' quality  ■telc''visiqii.';  *■ 

)AMi<>  f.  JR.  - . 

. Pie  side  n / dntf  0 ; 

•Wofiono/’f.Uster  Seb/  boc«ery 


■ ;We'rc  delight e"d  to  join 
K;^\i.rriH)s(  on,  inti^  ■ 
"Colling  on  Cable"  campaign.  ( 
hope  you  will  become  a part  of- 
the  effort  to  bring  tlns  exalthg 
network  fo'every  home  in 
America. 


EUfNELCH/W.. 
PrcsidvfihOfid  CE.O 
United  IVne  of‘Amer:i(} 


- \ 


■}  ' 


AMERIC/^S  DISA^LIW  CH^ 
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Now  DigiVox  Gives  You  Even  More  Value. 


Many  of  you  have  told  us  how  pleased  you  are 
with  all  the  portable  power  you've  found  in  the  DigiVox® 
augmentative  communication  aid.  In  fact,  some  of  you 
feel  it  offers  such  an  extraordinary  value  that  you've 
asked  for  even  more  of  a good  thing. 

Announcing  8 Full  Levels.  In  response  to 
your  requests,  we've  doubled  the  DigiVox's  original 
4 memory  levels,  to  give  you  8 full  levels  with  up  to 
48  addressable  message-areas  on  each.  That  means  you 
can  now  provide  a user  with  as  many  as  384  single- 
access messages.  And  if  you  want,  just  think  what  you 
can  do  with  sequencing. 

Superior  Sound  Quality.  DigiVox's  advanced 
digital  technolog}'  lets  you  make  nigh-quality  recordings 
and  play  them  back  in  the  clearest,  most  natural- 
sounding speech  available  on  a communication  aid. 

Easier  Programming.  With  DigiVox,  you 
have  a built-in  electronic  display  window  that  gives  you 
step-by-step  in- 
structions, and 
guides  you  through 
tile  programming 
process.  This  re- 
duces the  need  to 
menwrize  program  codes. 


Your  Own  Message  Library.  DigiVox  gives 

you  all  the  built-in 
message  time  you 
need  (up  to  35 
minutes, 

extended  model). 
But  it  doesn't  stop 
there,  also  lets 

you  save  an  unlimited  number  of  additional  messages, 
simply  by  copying  them  to  a floppy  disk.  And  you 
dorft  nave  to  buy  a computer  system  to  do  it  - just  an 
inexpensive  DigiVox  diSK  drive. 

Personal  Support.  Plus,  when  you  purchase  a 
DigiVox,  you  get  personal  training  and  direct  access  to 
our  experienced  Customer  Support  staff  to  answer  any 
question  you  might  have. 

Unequalled  Value.  You'll  find  DigiVox  gives 
you  more  built-in  capabilities  and  standard  accessories 
(such  as  overlays,  shoulder  strap,  and  3 access  methods) 
than  any  other  digitized  aid.  And  it's  surprisingly 
affordable,  too.  So,  when  you  compare  feature  mr 
feature,  we  think  you'll  agree  DigiVox  is  an  unequalled 
communication  value. 

If  you'd  like  to  know  more  about  the  DigiVox  - or 
our  rental  program  - call  us  toll-free,  at  1-800-344-1778. 


■ BBIIBIiDII 


BBBBBBB 


TECHNPLCX5Y  INC. 
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The  following  state  assistive  technology  programs  are 
funded  by  the  National  Institute  cn  Disability  and 
Rehabilitation  Research  (NIDRR)  under  the  Technology- 
Related  Assistance  For  Individuals  With  Disabilities  Act  of  1988 
(and  Amendments  of  1994).  For  more  information,  contact  the 
RESNA  Technical  Assistance  Project,  1700  North  Moore  St., 
Ste.  1540,  Arlington,  VA  22209-1903;  (703)  524-6686, 

(voice);  (703)  524-6630,  (iTO. 

A description  of  services  provided  by  individual  programs 
follows  each  listing.  Numbers  correspond  to  items  listed  in  the 
Key  to  Sen/ices.  ^ 

This  symbol  (Tf^)  indicates  an  Internet  e-mail  address. 


ALABJ^ 

Statewide  Technology  Access 
and  Response  System  for 
Alabamians  with  Disabilities 

2125  E South  Blvd 
PO  Box  20752 

Montgomery,  AL  361 20-0752 
(205)  288-0240  (voice) 

(205)  281 -2276  (TTY) 

(205)  288-7171  (fax) 
i.2.4.5 

JU^KA 

Assistive  Technologies  of 
Alaska 

701  E Tudor  Rd,  Ste  280 
Anchorage,  AK  99503-7445 
(907)  563-0318  (V/nY) 

(907)  563-0146  (fax) 

i.2.3.4.5.6.8 

AMER^^OA 

Assistive  Technology  Project 

Division  of  Vocational 
Rehabilitation 

Department  of  Human  Resources 
Pago  Pago,  American  Samoa 
96799 

(684)  633  -5010  (voic“) 

(684)  633-7874  (TTY) 

(684)  633-2393  (fax) 

1.2.3.4,5.7.89 

ARIZONA 

Arizona  Technology  Access 
Program 

2600  N Wyatt  Dr,  2,id  FI 
Tucson,  AZ  85712 
(800)  477-9921  (voice:  AZ  onlyi 
(602)  324-3170  (voice) 

(602)  324-3177  (ITY) 
(^^24-3176  (fax) 

demetras@ccit.arizona.edu 

1. 2.3.4, 5, 6, 8  (some  services  still  | 
underdevelopment) 


ARKANSAS 

Increasing  Capabilities  Access 
Network 

2201  Brookwood,  Ste  1 1 7 
Little  Rock,  AR  72202 
(800)  828-2799  (V/TTY;  AR  only) 
(501)  666-8868  (V/TTY) 

(501)  666-5319  (fax) 
t.2.3,4.5.6,9 

CAUFORHIA 

Califomla  Assistive 
Technology  System 

CA  Department  of  Rehabilitation 
830  K St 

Sacramento,  CA  9581 4 
I (916)  324-3062  (V/TTY) 

(916)  324-7386  (TTY) 

(916)  323-0914  (fax) 
i,7;  newsletter 

COLORADO 

The  Colorado  Assistive 
i Technology  Program 

I Rocky  Mountain  Resource  and 
Training  Institute 
6355  Ward  Rd,  Ste  310 
Arvada,  CO  80004 
(800)  255-3477  (V/TTY;  CO  only) 
(303)  420-2942  (V/TTY) 

(303)  420-8675  (fax) 

1.2, 3,4;  technology- related 
advocacy 

CONNEOTCUT 

Assistive  Technology  Project 

Bureau  of  Rehabilitation  Services 
10  Griffin  Rd  N 
; Windsor,  CT  06095 
(203)  298-2042  (voice) 

(203)  298-2018  (TTY) 

(203)  298-9590  (fax) 

1. 2.5.7 


DEiAWARE 

Delaware  Assistive  Technology 
Initiative 

University  of  Delaware 
Al  duPont  Institute 
1600  Rockland  Rd,  Rm  154 
Wilmington,  DE 19899 
(302)  651-6790  (voice) 

(302)  651-6794  (TTY) 

(3021  651 -6793  (fax) 

1.2.3.4.5.6.8 

DiSTRICT  OF  COLUMBIA 

Partnership  for  Assistive 
Technology 

National  Rehabilitation  Hospital 
801  Pennsylvania  Ave  SE,  Ste  21 0 
Washington,  DC  20003 
(202)  639-9510  (voice) 

(202)  639-0477  (TTY) 

(202)  639-0478  (fax) 

1.2.3.4.5. 6.7.8 

FLORIDA 

Alliance  for  Assistive  Service 
and  Technology 

2002  Old  St  Augustine  Rd,  Bldg  A 
Tallahassee,  FL  32399-0696 
(904)  487-3278  (V/TTY) 

(904)  488-8062  (fax) 

1.3 

GEORGIA 

Tools  for  Life 

Division  of  Rehabilitation  Services 
2 Peachtree  St  NW,  Ste  23-411 
Atlanta,  GA  30303 
(800)  497-8665  (voice;  GA  only) 
(404)  657-3084  (V/fTY) 

(404)  657-3085  (TTY) 

(404)  657-3086  (fax) 
1.2.3,4,6.8,9;  annual  conference, 
seven  regional  technology  demon- 
stration centers 


System  for  Assistive 
Technology 

Universihy  Affiliated  P'-ogram— 
Developmental  Disabilities 
University  of  Guam 
UOG  Station 
Mangilao,  Guam  96923 
(671)  734-9309  (voice) 

(6a)  734-5709  (fax) 

•fr  sspencer@uog.edu 
12,3,5 


KeyioSerrices 

1 information  and  rvferrai 
services 

2 Assistance  in  obtaining 
funding  for  as^stive 
devices  and  services 

3 Equipment  demonstia- 
tion  center 

4 Equipment  loan  program 

5 Training  in  assistive 
technology  use 

6 Equipment  exchange 
and  recycling  program 

7 Financial  loan  program 
for  the  purchase  of 
assistive  technology  and 
services 

8 Peer  support  groups 

9 Mobile  van  outreach 
service 

HAWAII 

Assistive  Technology  Training 
and  Services 

677  Ala  Moana  Blvd,  Ste  403 
Honolulu,  HI  96813 
(808)  532-71 10  (V/rTi') 

(808)  532-7120  (fax) 
1,2,4,5.7,9;  video  loans 

wmo 

Assistive  Technology  Project 

1 29  W Third  St 
Moscow,  ID  83843 
(800)  432-8324  (V/TTY;  ID  only) 
(208)  885-3559  (voice) 

(2(B)  885-3628  (fax) 

fifield@uidaho.edu 
1,2,3,5,6,7,8;  regional  resource 
centers 

UJJN^ 

Assistive  Technology  Project 

110  lies  Park  Pi 
Springfield,  11.62718 
(800)  852-5110  (V/TTY;  IL  only) 
(21 7)  522-7985  (V/TiY) 

(2Jj)  522-8067  (fax) 

"■1^  ilat@gteens.com 
12.3,4,5,9 
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TfeHNOLOGY  . 


STATE  ASSISnVE  TECHNOLOGY  PROGRAMS 


ATTAIN:  Accessing  Technology 
Tiirough  Awareness  in  Indiana 
Project 

PO  Box  7083 

402  W Washington  St.  Rm  W453 
Indianapolis.  IN  46207-7083 
(800)  545-7763  (V/ITY) 

(317)  232-1410  (V/m) 

(317)  232-6478  (fax) 

1,2, 5.6, 8.9 


Iowa  Program  for  Assistive 
Technology 

Iowa  University  Affiliated  Program 
University  Hospital  School 
Iowa  City.  lA  52242 
(800)  331-3027  (V/TTY) 

(319)  353-6386  (V.TTtO 
(319)  356-8234  (fax) 

1.2.5.6.6 


Assistive  Technology  for 
Kansans  Project 

2601  Gabriel 
Parsons.  KS  67357 
(316)  421-8367  (voice) 
(316)  421-0954  (TTY) 

(316)  421-0954  (fax) 

12,3,4.5,6,8 


Assistive  Technology  Services 
Network 

427  Versailles  Rd 
Frankfort.  KY  40601 
(800)  327-5287  (voice) 

(502)  573-4665  (V/TTY) 

(502)  573-3976  (fax) 

1,2,3.4,5,6:  four  regional  centers 


Louisiana  Assistive 
Technology  Access  Network 

POBox  3455.  Bin  #14 
Baton  Rouge.  LA  70821-3455 
(800)  922-3425  (voice) 

(800)  256-1633  (TTY) 

(504)  342-8821  (voice) 

(504)  342-1970  (fax) 

1,2,3. 5;  rural/low-income/minority 
outreach 


Consumer  Information  and 
Technology  Training  Exchange 

Maine  CITE  Coordinating  Ctr 
Education  Network  of  Maine 
46  University  Dr 
Augusta.  ME  04330 
(207)  621 -31 95  (V/TTY) 
(207)621-3193  (fax) 

5:  Coordinates  sub-grant  activities 
which  ptovide  direct  services 

ERJCt  ♦ EXCEPTIOMAl  PAREMT  / 


I Technology  Assistance 
i Program 

j Governor’s  Office  for  Individuals 
j with  Disabilities 
; 300  W Lexington  St.  Box  10 
Baltimore.  MD  21201 
: (800)  832-4827  (V/TfY) 

1 (410)  333-4975  (V/n^T 
i (410)  333-6674  (fax) 

I 1,2,3,4.5,6,7;  theatre  audio 
i description,  rural/minority  out- 
I reach 

j 

I Massachusetts  Assistive 
i Technology  Paitiership  Center 

j Children's  Hospital 
! 1295BoylstonSt,Ste310 
j Boston,  MA  0221 5 
j (800)  848-8867  (V/TTY:  MA  only) 
i (61 7)  735-7820  (voice) 

I (617)735-7301  (TTY) 

; (617)  735-6345  (fax) 

' (800)  950-6287  (2400-baud  BBS; 
j MA  only) 

j (617)  267-5027  (2400-baud  BBS) 
j t,2,5;  newsletter,  fact  sheets,  cur- 
1 riculai  and  training  materials, 

1 needs  assessments 

j 

1 Tech  2000 

1 POBox  30010 
; Lansing,  Ml  48909-7510 
! (517)  335-6874  (voice) 

I (517)  373-4035  (TTY) 

' (517)  373-0565  (fax) 

^ 1,8 


; Star  Program 

I 300  Centennial  Bldg 
: 658  Cedar  St 
St  Paul.  MN  55155 
; (800)  657-3862  (voice) 

' (800)  657-3896  (TTY) 

; (612)282-6671  (fax) 

; 1,2,5.6,8.9;  regional  resource 
> centers,  graduate-student  intern- 
' ships 


] Project  Start 

I POBox  1000 
■ Jackson.  MS  39205-1000 
, (800)  852-8328  (V/TTY;  MS  only) 
(601)  987-4872  (V/TTY) 

' (601)  364-2349  (fax) 

1,2.3.4.5 


! 


Assistive  Technology  Project 

4731  S Cochise.  Ste  114 
Independence.  MO  64055-6975 
(816)  373-5193  (voice) 

(816)  373-9315  (TTiO 
(816)  373-9314  (tax) 
1,2,3.5,6,8:  individual  advocacy 
training 


I Key  to  Services 
I 1 Information  and  referral 
I services 

I 2 Assistance  in  obtaining 
funding  for  assistive 
devices  and  services 
I 3 Equipment  demonstra- 
i tion  center 


I Montech 

j University  of  Montana.  MUARID. 
MonTECH 
634  EddyAve 
Missoula.  MT  59812 
(800)  732-0323  (V/TTY) 

(406)  243-4730  (fax) 

: 1, 2,3,4, 6,7, 8:  six  regional  out- 
\ reach  centers  ■■ 
j 


Assistive  Technology  Project 

301  Centennial  Mall  S 
PO  Box  94987 
Lincoln.  NE  68509-4987 
(402)  471 -3647  (V/TTY) 
(^1^171 -01 17  (fax) 

mschultz@nde4.nde.state.ne.us 

12,3,4,5,6,8 


; Assistive  Technology  Project 

I Rehabilitation  Division 
; Office  of  Community  Based 
, Services 
I 711  S Stewart  St 
i Carson  City.  NV  897 10 
i (702)  687-4452  (voice) 

; (702)  687-3388  (TTY) 

! (702)  687-3292  (fax) 

; Referrals  to  local  resources 


I Assistive  Technology 
! Partnership  Project 

\ University  of  New  Hampshire 
: Institute  on  Disability/UAP 
; TenFerrySt.Unit#14 
I Concord.  NH  03301 -5C1 9 
(800)  427-3338  (V/TP.':  NH  only) 
(603)  224-0630  (V/TTY) 

(603)  226-0389  (fax) 

I 12.3,4,5,6,7 

i 

I 

I Technology  Assistive  Resource 
! Program 

; 135  Estate  St.  CN  398 
I Trenton.  NJ  08625 
I (800)  342-5832  (voice;  NJ  only) 

1 (800)  382-7765  (TTY;  NJ  only) 
(609)  292-8347  (voice) 

(609)  292-4616  (fax) 

1,2.16.8 
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j 4 Equipment  loan  program 

I 5 Training  in  assistive 

I technology  use 

6 Equipment  exchange 

j and  recycling  program 

7 Financial  loan  program 
for  the  purchase  of 
assistive  technology  and 

j services 

! 8 Peer  support  groups 

9 Mobile  van  outreach  ser- 
vice 


I 

I 


Technology  Assistance 
Program 

435  St  Michael’s  Dr.  Bldg  D 
Santa  Fe.  NM  87503 
(800)  866-2253  (V/HY) 
-3746  (fax) 


stdvnmtap@technet.nm.org 
1 1.2.14,5,6,7.8,9 


i State  TRAID  Project 

I Office  of  Advocates  for  Persons 
with  Disabilities 

One  Empire  State  Plaza.  Ste  1001 
i Albany.  NY  12223-1150 
(800)  522-4369  (V/TTY;  NY  only) 

! (518)  474-2825  (voice) 

! (518)473-4231  (TTY) 

: (51 8)  473-6005  (fax) 

' 1,2.14,5,6 


Assistive  Technology  Project 

Dept  of  Human  Resources 
Division  of  Vocational 
Rehabilitation  Services 
mONavaho  Dr,  Ste  101 
Raleigh.  NC  27609 
(800)  852-0042  (voice) 

(919)  850-2787  (V/TTY) 

(9J^  850-2792  (fax) 

atp@med.unc.edu 

1.2.35,6.8 


I 

I 


JANUARY  1096 


STATE  ASSISTIVE  TECHNOLOGY  PROGRAMS 


interagency  Program  for 
Assistive  Technology 

PO  Box  743 


Cavalier,  NO  58220 
(701)  265-4807  (V/TTY) 
' (^)  265-3150  (fax) 


(^)2( 


ieej@warp6.cs.misu.nodak.edu 

1.2.4.5.9 


\ 

I 


i 

i 


I 

j 

I 

1 


Assistive  Technology  Project  | 

Governor's  Developmental  ' 

Disabilities  Council  { 

PO  Box  2565  j 

Saipan,  MP  96950  ! 

(670)  322-3014  (V/TTY)  ' 

(670)  322-4168  (fax) 

1.2.6 


TRAIN:  Technology-Related  i 

Assistance  Information  | 

Network  | 

Ohio  Supercomputer  Ctr  ' 

1224  KinnearRd  ! 


Columbus,  OH  43212 

(800)  784-3425  (V/TTY;  OH  only) 

(614)  292-2426  (V/TTY) 

(614)  292-5866  (fax) 
1.2.3.5.6.7.8:  electronic  network 
on  assistive  technology  with 
school  districts 


Oklahomal  ABLE  Tech 

Dept  of  Rehabilitation  Services 
PO  Box  36659 
Oklahoma  City,  OK  73136 
(800)  31 6-4119  (V/TTY;  OK  only) 
(405)  427-3312  (V/TTY) 

(4Qg)  427-3027  (fax) 

willing@ix.netcom.com 

1.2.3.'<.5.8 


Technology  Access  for  Life 
Needs  Project 

Chemeketa  Community  College 


PO  Box  14007 
Salem,  OR  97309-7070 
(800)  677-7512  (V/RY;  OR  only) 
(503)  399-4950  (V/TTY) 
(50^392-6978  (fax) 
susan.mcnaught 
@p1 0.f99.n1 05.Z1  fidonet 


org 

1.23.^.b.6 


Pennsylvania’s  Initiative  on 
Assistive  Technology 

Institute  on  DisabilitiesAJAP 


Temple  University 
Ritter  Hall  Annex  433  (004-00) 
Philadelphia,  PA  19122 
(800)  204-7428  (V/TTY) 

(215)  204-1356  (V/TTY) 

(^  204-6336  (fax) 


piat@astro.ocis.temple.edu 
1. 2,3.4.5.68 


Assistive  Technology  Project 

University  of  Puerto  Rico 
Medical  Sciences  Campus 
College  of  Health-Related 
Professions 

Dept  of  Communicoiogical 
Disorders 
Box  365067 

San  Juan,  PR  00936-5067 
(800)  496-6035  (From  US 
mainland) 

(800)  981-6033  (PR  only) 

(809)  764-6035  (voice) 

(809)  754-8034  (TTY) 

(809)  759-3645  (fax) 

1.2.3, 5 


Assistive  Technology  Access 
Project 

Dept  of  Human  Services,  Div  of 
Community  Services 
Office  of  Rehabilitation  Services, 
Voc  Rehab 

40  Fountain  St,  5th  FI 
Providence,  Rl  02903-1898 
(800)  752  8088.  ext  2608 
(Rl  only) 

(401)  421-7005  (voice) 

(401)  421-7016  (TTY) 

(401)  421-9259  (fax) 

1.2,4 


Assistive  Technology  Program 

Vocational  Rehabilitation  Dept 
POBox  15, 1 41 0-C  Boston  Ave 
West  Columbia.  SC  291 71  -001 5 
(803)  822-5404  (V/TTY/ 

I (803)  822-4301  (fax) 

1 12,3,4,5,6,7.8,9 


' Dakota  Link 

1925  Plaza  Blvd 
I Rapid  City,  SD  57702 
j (800)  645-0673  (V/TTY;  SD  only) 
: (605)  344-1876  (V/TTY) 

; (605)  394-5315  (fax) 

I 1 ,2,3,4,5,6,9:  six  rural  outreach 
centers 


Technology  Access  Project 

7 1 0 James  Robertson  Pkwy 
Gateway  Plaza,  11th  FI 
Nashville,  TN  37243-0675 
(800)  732-5059  (voice;  TN  only) 
(615)  532-6530  (voice) 

I (615)  532-6612  (TTY) 
i (615)  532-6964  (fax) 

I 1,2,3,4,69 


Assistive  Technology 
Partnership 

University  of  Texas  at  Austin, 

UAP  of  Texas 

! Department  of  Special  Education, 
j EDB  306 
/jstin.TX  78712 
■ TOO)  828  7839  (voice) 

,512)  471-7621  (voice) 

(512)  471-1844  (TTY) 

(512)  471-7549  (fax) 

1.3,68,9 


Utah  Center  for  Assistive 
Technology 

2056  South  11 00  East 
Salt  Lake  City,  UT  841 06 

(800)  333-8824  (V/TTY) 

(801)  485-9152  (V/TTY) 
i (801)  797-2355  (fax) 

! 1.2,3,4,66,7 


Assistive  Technology  Project 

I 1 03  S Main  St,  Weeks  I 
1 Waterbury,  VT  0567 1 -2305 

(802)  241 -2620  (V/TTY) 

I (802)  241-3052  (fax) 
j 1,2,3,4,5,67 


Assistive  Technology  System 

8004  Franklin  Farms  Dr 
PO  Box  K-300 
Richmond,  VA  23288-0300 
(800)  435-8490  (V/TTY;  VA  only) 
(804)  662-9998  (V/TTY) 

(804)  662-9478  (fax) 

Database  BBS:  (800)  238-7955 
(VA  only;  2400  baud) 
j Equipment  exchange  BBS 
; (804)  662-9477  (2400  baud) 

1 1,3,6  (through  BBS  only) 


I 

i 


I 


1 

I 


I 


Assistive  Technology  Alliance 

DSHS/DVR 
PO  Box  45340 


Olympia,  WA  98504-5340 
(206)  438-8051  (V/TTY) 

(206)  438-8644  (TTY) 

(2Qg)  438-8007  (fax) 

dhooks@wlu.com 
1,2,3, 6, 9:  legal  advocacy,  univer- 
sal access  to  library  systems 


I 


West  Virginia  Assistive 
Technology  System 

Airport  Office  and  Research  Park 


955  Hartman  Run  Rd 
Morgantown,  WV  26505 
(800)  841  -8436  (voice;  WV  only) 
(304)  293-4692  (V/TTY) 
(30^93-7294  (fax) 

reb@w’mvm.'wvnet.edu 
1,2,3, 4,5,8:  newsletter,  advocacy 
training 


WIsTech 

Division  of  Vocational 
! Rehabilitation 
PO  Box  7852 
1 W Wilson  St,  Rm  950 
Madison,  W!  53707-7852 
(608)  266-1281  (voice) 

(608)  266-9599  (TIY) 

(6(g)  267-3657  (fax) 
trampf@aol.com 
I 1,2,3,4,5,6,8:  advocacy,  legal 
i assistance 

I 

i 

I WYNOT:  Wyoming's  New 
Options  In  Technology 

Division  of  Vocational 
Rehabilitation 
IIOOHerschlerBldg 
Cheyenne,  WY  82002 
(800)  877-9975  (voice) 

' (800)  877-9965  (TTY) 
i (307)  777-7450  (voice) 
j (307)  777-5939  (fax) 

1 1,2,3,4.5:  community  resource 
‘ team  development  and  training 


92 


JANUARY  I9»A  / EICEmiWIl  fEIERT  « 87 


Providing  Quality  Services  for  Children  and  Adults 
with  Autism  and  Related  Developmental  Disabilities 


Bay  Residential  Farmstead 

Early  Interventton  Age  22  Ages  6-22  Age  18  ■ Adullhooc» 


Twelve-Month  Day  Educational  Programming 
Specialized  Community  Residences 
Early  Intervention  and  Home  Training 
Community-Based  Supportive  Employment  and  Vocational  Training 
After-School  Recreational  Programs 

Friendship  Farms  Adult  Farm  Living  in  the  Heart  of  Cranberry  Country 


League  School  of  Boston,  Inc. 

225  Nevada  Street 
Newtonville,  MA  02160 
(617)  964-3260 

Herman  T.  Fishbem 
Executive  Director 


Accrcd:iaiiOn  Massachusetts  Dept  d Education.  Ollxe  tor  Cniioren.  Depi  of  Social 
Services  Dept  ot  Mental  Reiaidahon  Depi  ol  Menial  Health,  NY  Dopi  of  Education 


Circle  # 24 


5RECIAL 
PRODUCTS 
FOR  SPECIAL 
PEOPLE 


New  Expanded  Catalog 
More  Therapeutic  And 
Recreational  Products 
To  Help  Everyone 
Enjoy  Success 


Gross  Motor  • Aquatics  • Active  Play  • Manipulatives 
Positioning  Aids  • Adapted  Toys/Games/Furniture 
Plus  SNOEZELEN... sensory  stimulation  products,  introducing 
KIOSK,  an  all-in-one  new  portable  package. 

Quality  Products!  Fully  Guaranteed! 

FiMBmuse 

MVC 

150  No  MacQuesten  Pkwy.,  Dept.  96024  Mt.  Vernon,  NY  10550 

CALL  TOLL  FREE  (600)  793-7900 
FAX  TOLL  FREE  (800)  793-7922 


FREE  CATALOG  OFFER 




er|o 
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Our  prices  moke 
everyone  happy! 


Send  for  a free  catalog 
of  adaptive 
equipment. 


Circle  #123 


8 


..Introducing  KID  KEYS.. 

The  keyboard  for  early  learners. 


KID  KEYS  is  designed  with  the  alphabet  and  numbers 
in  mind.  It  makes  your  computer  more  user  friendly 
and  FUN  for  the  earliest  computer  users! 

- BIG  COLORFUL  1 inch  alphabet  and  number 
ordered  keys  are  easy  to  find. 

- Plug  compatible  with  PC/XT  and  PC/AT  computers. 
Requires  no  additional  software. 

- Xo-Pilot*  cable  available.  Allows  simultaneous 
use  of  two  keyboards.  An  ideal  tutcdng  tool. 


Key  Concepts  1-800-293-5090 

60x21066  Chariotte.NC  26277 
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Puzzled  About  Youth 
Incontinence  Products? 

Teanquili^  has  the  answers! 
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TRANQUILITY  PEACH  MAT  GUARANTEES 
SKIN  DRYNESS.  ODOR  REDUCTION 
URINE  neutralization  AND 
INHIBITION  OF  BACTERIAL  GROWTH. 


• SlimUne'^  Komfort  Monitor®  with  Youth 

Disposable  Underpants  are  made  of  white,  rustle-free 
outer  material  with  no  baby  designs.  Kufguards,  a fecal 
barrier  designed  to  contain  body  wastes,  protects 
clothing,  linen  and  furniture  against  ieakage. 


* Tranquility®  Pad  and  Pant  System  offers  extra  small 
and  small  Washable  Pants  that  look  like  regular  under- 
wear but  have  a special  inner  moisture  barrier  and  leg 
cuffs  for  double  leakage  protection.  The  Rushable  Core 
High  Capacity  Pad  secures  easily  in  the  pant's  closure. 


» SlimLine®  Fitted  Liner  is  designed  to  be  discreetly  worn 
in  your  child's  own  underwear;  secured  by  an  adhesive 
strip.  Lycra  leg  gathers  offer  greater  containment. 


► Only  Tranquility  products  have  an  imprinted  Peach 
Mat  Guarantee  on  every  product 


All  Tranquility  disposable  products  are  latex  free. 


© 1995  Principle  Business  Enterprises.  Inc 


A Complete  Line  of  Environmentally  Friendly  Incontinence  Products  For  Your  Child 

_ ^ ^ ^ mm  mm  mm  mm  mm  mm  mm  am  mm  u mm  mm  mm  mm 


Free  'Frial  Offer 


Order  Now  • Call  Toll-Free 
1-800CO-PEACH  or  mail  this  form  to: 

Principle  Business  Enterprises.  Inc.,  Pine  Lake  Industrial  Pai^,  DunbrkJge.  OH  43414 
Name 


Regular 
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TrimShield* 
Just  For  Men 


Address 

City  

State  

^-•'iphone 

ERIC — 


Zip. 


Please  rend 
me  the  items 
circled  to  the 
right.  Enclosed 
is  $1.00  for 
>stage  and 
Tng 


postage 

handitnj 


SHmLine®  Booster 
Pads  c 


04 


Super-Plus 

TrimShield* 

Pads 


/. 


High  Capacity 
Pads  . . / ' ^ 
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Let  ns  help  you  and  your  child  with  friendly,  high 
quality  materials: 


• picture  communication 

stickers  and  computer  clip  art 

• feeding  and  swallowing 

• language  development 

featuring  the  Hanen  Program 

• t03^s  and  games  to  train 
daily  living  skills 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  it>  unique  nitxicl,  Tlie  E\  ergreen  Center  has  a history-  of  successhilly 
transitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (iMA)  countryside.  With 
trainal  profes.sionals,  they  learn  basic  skills  in  the  classnxmi,  in  the 
community  and  in  their  residence. 

Students  recei\‘c  uxrational  training  and  experience  real  work  opjvirtuni' 
ties.  Students  arc  supported  with  behavior  de\  elopment  programs,  medical 
and  family  ser\ices,  and  physical,  speech,  or  ixrcupational  therapy. 

Our  Students*  Challenges 

• Aurism  • Heanng/Sight  Impaimient 

« Mental  Retardation  • Severe  Maladaptive  Behavior 

• Physical  Disability 

The  Evergreen  Center  is  a licensed,  private,  non-profit  residential  schud 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a year.  For  more  infomiatioii  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 


EVERGREEN  CENTER 

H5  Fortune  Blvd.,  Milford,  Massaehusetts  0175i 
1-508-478-5597 


Call  or  write  for  our  free  catalog: 
Imaginart  Commurucation  Products 
307  Arizona  Street,  Dept.  EP  5,  Bisbee,  AZ  85603 
(800)828-1376  Fax:  (602)432-5134 


Circle  #145 


Not  only  enn  you  take  your  child  to 
plate?  you  both  would  like  to  go.  our 
SPECIAL  NEEDS  STROLLER  PACK 
will  give  your  child  a whole  new  outlook. 


TWLLcR 


A Way  of  Life 


t a I!  Iiir 


l-800-487.t9652.!- 
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It  can  be  when  you  use 

our  SPECIAL  PURPOSE  Equipment 

and  Supplies ... 

For  Children  and  Auults. 

See  our  New  and 
Expanded  Catalog  for: 

• Mobility  Aids 

• Do-it-Yourself 
Supplies 

• Positioning 
Furniture 

• Wheelchair 
Accessories 

• Learning  & 

Communication 
Aids 
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Consumer  Cere  Products  Inc. 

•10N.Wtltr».,P.0.BnM4  T«l:  4144594353 
ml  ShtWySMiWI  530t2  0SM  FAX:  414459-9070 
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At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 


1-800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include; 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


Locations:  Arizona,  California, 
Connecticut,  Delaware,  District  of 
Columbia,  Florida,  Georgia,  Maryland, 
Massachusetts,  New  Jersey,  New  York, 
Pennsylvania,  Tennessee,  Texas 


For  information  and  assistance, 
contact  Nationai  Referrai  Services 
1-800-345-1292 
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Devereux 

Since  1912 
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With  tn€txitnum passenger  seat 
maneuver abiiity,  a new  easy 
off/on  ground  hugging  plat- 
form,  plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATER'"  fold-in-half  lift  is  a timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/untoading,  more  usable  in- 
terior space,  a clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  stop 
trying  to  improve  on  perfection. 

All-electric  reliability 

The  enclosed  non-hydraulic,  all- 
electric  operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A flatter  platfortn. 

We’ve  made  getting  on  and  off  the 
VANGATER^'‘ easier  than  ever  with  a 
new  natter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE; 

For  more  information  and  the  name 
of  your  closest  dealer  call  UhUiy: 

1-800-488-7688 
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Industries  Incorporated 

14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 
(In  Minnesota,  612-559-1680) 


CROW  RIVER 


ELECTRONIC  BULLETIN  130ARDS 


The  disability-related  bulletin  board  services  (BBSs)  listed 
below  can  provide  a wealth  of  helpful  information.  Use  of 
all  listed  services  Is  free,  however,  deperKtlng  on  where 
one  lives,  calling  a BBS  may  Incur  long-distance  telephone 
charges.  A few  bulletin  boards  charge  fees  for  Increased 
access  or  membership;  when  applicable,  these  fees  are  men- 
tioned In  the  notes  following  each  entry.  Some  boards  chose  to 
list  voice  numbers  where  the  coordinator  of  the  BBS,  known  as 
the  system  operator  (sysop),  can  be  reached  for  questions  or 
comments. 

Unlike  major  commencal  online  services,  these  services  do 
not  provide  special  software.  Instead,  users  must  call  the  BBS 
using  the  communications  software  that  came  with  their 
modems.  Users  must  be  sure  to  stay  within  the  given  baud 
rate  per  second  for  modems  0ps)--this  figure  is  listed  after 
the  BBS  modem  number  (i.e.,  "up  to  S,600  bps").  This  is  the 
only  aspect  of  the  communications  software  that  the  user  must 
configure  (set)  differently  for  various  BBSs;  the  other  modem 
settings  are  the  same  for  all  listed  services — 8 data  bits,  no 
parity,  1 stop  bit  (8-N-1).  (These  are  the  default  settings  for 
most  communications  software — you  don’t  need  to  under- 
stand what  each  means;  you  may  not  even  need  to  change  the 
configuration  of  your  software  from  the  default.) 

Once  connected  to  a BBS,  users  can  post  and  read  mes- 
sages, upload  (post)  and  download  (receive)  files  and  leave 
messages  for  the  sysop.  Certain  boards  are  connected  to  larg- 
er networks,  such  as  Internet,  Fidonet  or  ADAnet,  which  allow 
flies  to  be  shared  and  messages  to  be  posted  among  a large 
number  of  bulletin  boards. 

AUBAMA 

ADAnet 

(205)  254-6050,  up  to  2,400  bps 
All  disability  groups  covered; 
many  BBSs  are  linked  to  this  sys- 
tem; many  message  areas,  large 
file  area  for  downloading;  users 
get  30  free  minutes  daily:  sub- 
scnptions  ($40/yr)  allow  increased 
usage  and  unlimited  downloading. 

AllASKA 

Assistive  Technology  of  Alaska 
BBS 

(800)  770-1399  (AK  only). 

u,  j 2,400  bps 
(907)  277-1399  (out-of-state), 
up  to  2,400  bps 
(800)  636-0138  (voice) 

(907)  563-0140  (voice) 

Forums  on  specific  disabilities, 
education,  assistive  technology, 
legislation:  files  for  downloading. 


O 


AHIZONA 

Tucson  Prologue 

I (602)322-8014, 
up  to  14,400  bps 
General  disabilities,  some  empha- 
sis on  blindness:  Internet  e-mail, 

1 Fidonet:  message  areas,  files  for 
downloading:  local  issues:  most 
users  are  adults  with  disabilities. 

CAUFORWIA 

BayTalk 

i (415)  864-6430;  up  to  9,600  bps 
I Emphasis  on  computer-access 
j issues  for  persons  with  disabili- 
I ties:  message/file  areas  concem- 
] ing  Americans  with  Disabilities 
j Act,  info  for  parents  on  local 
I issues. 

I 

I Blink  Connection 

I (510)  276-4121,  up  to  2,400  bps 
Emphasis  on  visual  Impairments: 
message  areas:  some  Fidonet 
\ access:  BBS  can  be  used  by  per- 
; sons  with  visual  Impairments. 

' . .) 


Disabled  Children’s 
Computer  Group 

(510)  841-5621,  up  to  9,600  bps 
(510)  841-3224  (voice) 

Emphasis  on  children  with  disabil- 
ities; conferences  for  adults,  fami- 
lies—parents  are  welcome; 

Fidonet;  info  on  local  resources,  1 
fifes  for  downloading. 

KIRO  Education  BBS 

(805)  324-2955, 
up  to  14,400  bps 
Emphasis  on  blindness,  education; 
BBS  use  is  free/$5.00  monthly  fee 
for  internet  access;  Fidonet, 

Internet  e-mail/newsgroups; 

National  Federation  of  the  Blind 
forums,  publications  online — 
helpful  materials  for  parents. 

LINCS-BBS 

(408)  294-6933, 
up  to  14,400  bps 
(408)  277-0764, 
up  to  14,400  bps 
(408)  288-5010  (voice) 

General  disabilities,  emphasis  on 
children;  Parents  Helping  Parents 
(PHP)  members  ($25  annual  fee) 
receive  internet  e-rnaii;  message 
areas,  “Parents  Search'' area, 
resource  directories,  info  on  rare 
conditions,  local  legislative 
updates;  files/games  for  down- 
loading; PHP  can  provide  techni- 
cal assistance  to  resource  centers 
interested  in  starting  their  own 
BBSs. 

CONHECnCUT 

Handicap  News  BBS 

(203)  926-6168. 

up  to  14,400  bps 
(203)  926-6187  (voice) 

Wide  range  of  disabilities — 50-80 
conference  areas;  Internet  e- 
mail/newsgroups.  Fidonet;  many 
conferences  helpful  to  parents, 
local  conference  available, 
j although  most  callers  are  non  • 

I local;  nearly  1000  files  for  down- 
; loading;  sysop  is  parent  of  child 
j who  has  Down  syndrome. 


ACB  On-Line  (American 
Council  of  the  Blind) 

(202)  331-1058, 
up  to  14,400  bps 
(202)  467-5081  (voice) 
Emphasis  on  visual  impairments; 
files  on  braille  literacy,  resource 
lists,  archive  of  ACB  literature. 


ILUHOIS 
COPH  2 BBS 

(312)  436-0559,  up  to  2,400  bps 
General  disabilities;  message 
areas,  files  for  downloading. 


INDI^ 

The  Special  Needs  BBS 

(219)659-0112, 
up  to  14,400  bps 
General  disabilities,  some  empha- 
sis on  hearing  impairments; 
Internet  e-mail.  Fidonet,  Health 
Care  Net  access;  message  areas 
for  parents,  files/programs  for 
downloading;  sysop  is  parent  of 
child  who  is  deaf 


MUHE 

Maine  Meeting  Place  BBS 

I (800)  339-3845  (ME  only), 

I up  to  28,800  bps 
(207)  324-5310  (Outside  ME). 

up  to  28,800  bps 
(207)  324-2337  (voice) 

Wide  range  of  disabilities,  related 
issues;  BBS  designed  to  accom- 
modate computer  novices — many 
parents  are  users;  Internet  e- 
} maiPnewsgroups;  local  issues; 
j outreach  to  groups/individuals 
who  need  low-cost  computer 
equipment. 

MARYLAND 

ABLE  INFORM 

(301)  589-3563.  up  to  9600  bps 
Emphasis  on  assistive  technology 
and  rehabilitation/disability  litera- 
ture; Searchable  databases, 
resource  guides,  fact  sheets. 

Braille  Inn  BBS 

(410)  893-8944,  up  to  9,600  bps 
General  disability  issues;  files  in 
and  about  braille;  Fidonet. 
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BULLETIN  BOARDS 


BULLETIN  BOARDS 


Deaf  New  Worid  BBS 

(301)587-2277, 

• up  to  14,400  bps 
(301)  588-0965  (TTY) 

(301)  588-0548  (voice) 

(301)  588-5261  (fax) 

Emphasis  on  deafness;  TTY-com- 
patible;  30  minutes  free  access 
daily— subscribers  (varying  rates) 
receive  more  time  and  Internet  e- 


mail;  Fidonet;  online  shopping 
areas  for  deaf-related  products; 
files  for  downloading. 


HEX  BBS 

(301)593-7357,  up  to  9,600  bps 
General  disabilities;  T7Y-compati- 
ble;  Fidonet;  message  areas,  files 
for  downloading. 

NFB  Net  (National  Federation 
of  the  Blind) 

(410)  752-5011, 
up  to  14, 400  bps 
(410)  659-931 4 (voice) 

Emphasis  on  visual  impairments; 
NFS  literature/publications  online, 
conferences  for  parents  to  discuss 
issues  with  adults  who  are  blind; 
Fidonet,  ADAnet;  electronic 
books/text  files  for  downloading. 

MASSACHUSETTS 

Disabled  Individuals 
Movement  for  Equality 
Network  (DIMENET) 

(508)  880-5412, 
up  to  14,400  bps 
(513)  237-8360  (voice) 

DIMENET  is  a coalition  of 
Independent  Living  Center  (ILC) 
BBSs  working  to  obtain  resources 
for  online  computing  for  all  ILCs. 
The  BBSs  are  based  in  Taunton, 
MA;  Dayton,  OH  and  Tulsa.  OK; 
general  disabilities,  ILC  related 
issues;  Internet  e-mail/news* 
groups;  Fidonet;  files  for  down- 
loading. 

Mass.  Commission  for 
the  Blind  BBS 

(617)  451-5327, 
up  to  14,400  bps 
(800)  392-6450  (voice:  MA  only) 
(617)  727-5550  (voice) 

Emphasis  on  visual  impairments; 
message  areas,  conferences, 
employment  info,  conference  info 
for  parents;  files  for  downloading. 

VIBUG  BBS  (Visually 
Impaired/Blind  Users  Group) 

(617)  767-2909, 
up  to  14,400  bps 
Emphasis  on  visual  impairments; 
conferences  for  parents;  Fidonet; 
files  for  downloading. 


MICHIGAN 

Blind  Ambition  BBS 

(810)  651-4009, 
up  to  2,400  bps 

Sponsored  by  Leader  Dogs  for  the 
Blind,  Rochester  Hills,  Ml;  empha- 
sis on  visual  impairments;  mes- 
sage areas,  files/programs  for 
blind  users  for  downloading. 

MINNESOTA 

Blind  Services  BBS 

(612)  642-0483,  up  to  2,400  bps 
Sponsored  by  Minnesota  Services 
for  the  Blind;  some  emphasis  on 
visual  impairments;  Fidonet;  mes- 
sage areas,  files  for  downloading. 

Disability  Resources  Affiliates 
& Groups  Network  (DRAGNET) 

(612)  753-1943, 
up  to  14,400  bps 
(612)  827-2294  (VmY) 

Wide  range  of  disability  issues; 
free  access,  user  guide  available 
for  suggested  $5  donation; 
Internet,  Fidonet,  ADAnet;  confer- 
ences for  parents,  will  put  other 
groups’  newsletters  online  for 
free;  many  non-local  callers;  files 
for  downloading. 

MISSOURI 
SSMART  BBS 

(314)  781-6397,  up  to  9,600  bps 
(314)  768-5312  (voice) 

Forums  on  brain  injuries,  stroke, 
spinal  cord  injuries,  other  disabili- 
ties; forum  for  parents;  focal 
issues;  files  for  downloading. 

IKV^^SEY 

Disabilities  Electronic  Network 
(DEN) 

(201)  342-3273, 
up  to  14,400  bps 
(201)  342-6984  (voice) 

Wide  range  of  disabilities;  Fidonet, 
ADAnet;  message  areas  on 
specific  disabilities,  message  area 
for  parents,  files  for  downloading. 

NE^YO^ 

Access  BBS 

(518)  885-4192, 
up  to  16,800  bps 
General  disabilities;  Internet  e- 
mail.  Fidonet,  ADAnet.  AEGIS 
(AIDS  Education  General 
Information  Service);  files  specific 
to  children  with  disabilities, 
resource  info,  local  conferences, 
files  for  downloading. 
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Maxwell  Monde,  18 
months,  enjoys  sitting  in 
the  Jacuzzi  with  his  dad, 
David.  Max  developed  a 
gmde  IV  intraventHcular 
hemoiTliage  and  hydio- 
cephalus  before  birth.  As 
a 7*esult,  he  has  mild  cere- 
bral palsy  and  a visual 
impairment.  Max,  who 
loves  any  activity  involv- 
ing ivater,  enjoys  bathtime 
almost  as  muck  as  those 
fathei-son  soaks  in  the 
Jacuzzi. 


OHIO 

Disabled  individuals 
Movement  for  Equality 
Network  (DIMENET) 

(513)  439-0557, 
up  to  14,400  bps 
(513)  237-8360  (voice) 

See  DIMENET/Massachusetts. 

OKLAHOMA 

Disabled  Individuals 
Movement  for  Equality 
Neitwork  (DIMENET) 

(918)  582-3622, 
up  to  14,400  bps 
(513)  237-8360  (voice) 

See  DIMENET/Massachusetts. 

OREGON 

The  DisAbility  BBS 

(503)  777-6561, 
up  to  14,400  bps 
General  disabilities;  42  confer- 
ence/message areas— LD,  ADD 
areas  recommended  for  parents; 
Fidonet,  ADAnet;  tiles  for  down- 
loading. 
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PENNSYLVAHIA 

Sounding  Board  BBS 

(412)  621-4604, 
up  to  14,400  bps 
Emphasis  on  deaf-blind, 
visual/hearing  impairments;  con- 
ferences for  specific  disabilities; 
Fidonet;  files  fordownloading. 

TEXAS 

CCAD  Online 

(214)  647-5739,  up  to  2,400  bps 
Emphasis  on  assistive  technology, 
education;  BBS  mostly  accessible 
for  persons  using  assistive  tech- 
nology; message  areas,  files  for 
downloading. 

Microtaik  BBS 

(903)  832-3722,  up  to  2,400  bps 
General  disabilities,  local  issues, 
message  areas,  files  for  down- 
loading. 

VIRGINIA 
Handiline  BBS 

(703)  536-4182,  up  to  9,600  bps 
General  disabilities,  local  issues; 
message  areas. 

WEST  VIRGINIA 
Project  Enable 

(304)  759-0727,  up  to  9,600  bps 
General  disabilities;  Fidonet, 
ADAnet;  many  message  areas. 

Canada 

ONTARIO 

. Abilities  Online 

(416)  650-5411, 
up  to  14, 400  bps 
(416)  650-6207  (voice) 

Wide  range  of  disabilities;  mes- 
sage areas  mainly  for  kids,  some 
for  parents;  ADAnet.  Internet  e- 
mail/newsgroups;  resources  for 
parents;  files  fordownloading. 

Disability  Access 

(613)  837-5473,  up  to  9,600  bps 
General  disabilities;  local  issues; 
resource  information. 

BRITISH  COLUMBIA 

TASH  On-Line  Disability 
Resources 

(604)  856-3661, 
up  to  14,400  bps 
(604)  856-4778  (voice) 

Wide  range  of  disabilities, 
health/education  issues;  Fidonet, 
Health  care  net.  Internet;  local 
resources;  software  for  preschool- 
ers/files fordownloading;  will  pro- 
vide assistance  to  anyone  who 
wants  to  start  a BBS. 


IjfePkinning 
Should  Be  A Tfeam  Effi)rt 


Providing  for  the  future  needs  of  a family  member  with  a disability 
can  be  a complicated  matter.  Families  often  need  the  help  of  those 
with  specific  knowledge  and  experience  to  be  certain  they  are 
making  the  best  choices  for  their  loved  one.  The  Life 
Planning  Team  shown  here  includes  the 
person  with  a disability,  family 
members,  attorney  and  EPPD 
Representative. 

Estate  Planning  for  Persons  with 
Disabilities  (EPPD)  provides 
essential  information  and  guidelines 
to  hundreds  of  families  every  month. 

Our  national  network  of  skilled  and 
experienced  local  attorneys  and 
estate  planners  can  assist  families 
with  a son  or  daughter  who  has  a 

disability  to  develop  comprehensive  life 

plans  including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing  private 
and  government  benefits.  EPPD 
representatives  provide  FREE  initial  inter\  • vs  to 
determine  your  needs  and  FREE  group  seminars  for 
parents.  We  have  an  office  near  you.  EPPD  is  not  a guardianship  or 
master  trust  plan,  but  assists  parents  in  locating  the  services  necessary 
to  provide  a .secure  future  for  their  loved  one. 

Read  the  following  comments  from  just  a few  of  our  satisfied 
clients: 

‘7  appreciate  the  good  service  / received  in  planning  for  my 
disableddaughter'sfuture. ! liked  the  way  you  handledeverythingy 
going  through  the  many  details  with  me  thoroughly. 

Marie  G.  Savard,  Glendale,  CA 

*^Our  EPPD  Plann  er  did  a great  job  in  helping  us  to  finalize  all  th  e 
essential  areas  of  planning  for  our  daughter's  future.  She  stepped 
in  and  helped  fill  in  the  gaps  that  we  had  not  considered.  We  are 
confident  and  feel  good  that  her  future  will  be  secure.  ” 

Jim  and  Michele  Lee.  hort  Collins.  CO 

**We  are  enormously  pleased  with  all  the  work  our  EPPD  planner 
did  for  us.  We  are  veiy  pleased  with  the  results^  as  we  know  our 
daughter's  future  is  secure.** 

Lois  and  Carl  Westland.  Ocean  Shores.  IVA 

**Your  presentation  was  most  informative  on  planning  for  the 

jinancialsecurityofourdisabledlovedonc.  We  greatly  appreciate 

the  knowledge  you  shared  with  us.  '*  Sandra  J.  Barca.s.  .Scottsdale 
Head  lnjar\'  Support  Group.  Scott.sdale.  AZ 


**The  EPPD  seminar  was  great.  More  people  should  take  advantage 
of  this  opportunity  and  learn  how  to  prepare  for  the  future.**  Pam 
Weiner.  Haverhill . MA 

*Vur  EFPD  planner  has  been  an  invaluable 
resource  to  our  community.  His  knowledge, 
experience  and  commitment  has  been  a 
blessing  for  many  families.  ** 

Evelyn  G.  Johmson.  Houston,  TX 

**Your  presentation  on  estate  planning 
was  well  received  and  we  received  a 
lot  of  positive feedback.  Information 
on  this  topic  can  sometimes  be  over- 
whelming, but  you  present  the  ma- 
terial in  a clear,  concise  manner.** 
Deborah  Wilson.  Missouri  Head  In- 
jury  A.s.sociat ion.  Jefferson  City.  MO 

^^The  work  our  estate  planner  did 
helped  to  put  our  minds  at  ease.  It  was 
very  thorough.  ** 

Karen  Cockehan.  New  Orleans.  LA 

“ Just  the  kind  of  planning  / had  been  looking 
for.  The  seminar  helped  me  to  understand  just 
what  we  needed  to  do  in  order  to  provide  for  our  son.  ** 
Connie  Griffin.  Athens.  AL 

“We  found  the  process  EPPD  used  worked  well  for  us.  They 
brought  together  all  the  planning  services  necessary  to  allow  us  to 
reduce  our  concerns.”  Mr.  and  Mrs.  S.  Butler.  Albuquerque.  NM 

Call  today  to  receive  a FREE  brochure  and  the  location  ol 
your  local  EPPD  representative. 

EPPD  would  be  pleased  to  do  an  educational  seminar  for  your 
group. 


800-448-1071 

Richard  W.  Fee, 

Executive  Director 

National  Office 

1 2(K1  Corporate  Drive 
Suite  330 

Birmingham.  Alabama  3.3242 
TFY  8(K)-934-192‘) 

FAX  81X1-880-9327 


ESTATE 

PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A Division  ot  P^olecl^ve  Life 
Insurance  Company 
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Keep  Your  Child  Buckled  In 
With  SeatKeeper^** 

Make 
Every 
Ride  A 
Safer  Ride 

Active 
Child 


Installs  on  seat  belt  to  assist  in 
keeping  children  or  special 
needs  people  buckled  up. 

Easy  to  install  and  remove 
need  not  be  removed  each  trip 
Presented  in  safety  programs . . ; 

Tamper  resistant  ^ 

Safety  back-up  emergency  ^ > ‘ 
release 

$9.95  introductory  offer  

512-406-9551  or  1-800-SeatKeeper 

A Product  of  Child  Quest.  Inc. 
Austin,  Texas 


pecial 

/ 
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EYEGAZE  COMPUTER  SYSTEM 

. . . lets  your  child  communicnte 
with  the  world  using  only  the 
FOCUS  OF  ONE  EYE. 
Eye-Controlled: 

• Speech  Synthesis 

• "Typing,  Word  Processing 

• Environmental  Control 

• Telephone  Access 

NOTHING  IS  ATTACflKD  TO  THE  USERt 
Call  for  more  Information,  or  to  talk 
with  an  RN  about  client  evaluations. 

IX:  TcchnoloKicfl,  Inc.  • 800-733-5284 
94S5  Silver  King  Ct,  Fairfax,  VA  22031 
703-385-7133  FAX  703.385-7137 
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TPMA 

Transitional  Power  Mobility  Aide  ^ 


Now  a child  with  physical  disabilities  can  be 
posiUoned  in  SITTING,  SEMI-STANDING, 
or  STANDING  to  optimize  access 
to  the  environment. 

Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  AvaUable 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  Forks,  ND  58201 
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The  Baby  Jogget® 

Mobility  and  comfort  combine  for 
both  parent  and  chiidi  The  Baby 
Jogger  offers  new  modeis  to  suit  a 
variety  of  speciai  needs.  Go 
anywhere  with  the  uitimate 
aii-terrain  stroiier.  Travei  over 
gravei,  grass,  curbs,even  sand  and 
snow  with  “The  stroiier  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-roiling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Sate,  stable,  endorsed  by  pediatricians. 

01990  RSI 


- helps  keep  an  exceptional  child’s  legs  in 
place  and  warm  by  completely  wrapping 
them  comfortably.  Two  styles  available. 

Fully  assembled  In  the 
United  States  with  U.  S.  materials. 

Quality  workmanship.  Caretully  Inspected. 

iXoffon  «^00&...morethanahugl 

P.O.Box  178  • Fort  Jones,  CA  96032 

(916)  468-5475  FAX;  (916)  468-5492 
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Ka  Wfakotone 


We  feature  UltrashieW®  Briefs.  These 
are  all  Super  Absorbent  and  Premium 
Quality prodtKis,  NOT IRF^GULARS 


YOUTH 
ADULT  SMALL 
ADULT  MED. 
ADULT  LARGE 


96  Count 
96  Count 
66  Count 
72  Count 


$45.00 

$47.00 

$53.00 

$53.00 
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Prices  include  ail  Shipping  and  Handling  in 
the  48  connecting  states.  Shipments  are 
made  U.P.S.  Ground  Service  directly  to  your 
home.  We  accept  MASTERCARD,  VISA  and 
Personal  Checks. 

Call  or  write  for  a FREE  SAMPLE  and  a 
complete  listing  of  our  product  offerings. 


SpECiAl  PRoduCTS 

2 1 2 N.  Market,  Suite  3 1 S 
Wichita,  KS  67202-2016 
(316)  265-4676 

Toll  Free  1-800-553-3492 
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Now  he  has  a place 
for  everythmg 
like  everyone  else. 

When  lie's  at  sc  hool  with  even  one  else, 
the  last  tiling  he  needs  to  worn  about  is 
where  to  w rite  and  put  his  IxKikf . With 
the  MYDKSC''  FlipTop  Storage  Desk,  he 
has  his  own  portable  desk  and  a place  to 
put  things  t(M>! 

Its  uni(ine  hall-joint  nioveinents  and 
sturdy  supports  put  DESC  in  a class  of 
its  own.  It  tilts  for  reading,  writing  or 
eonipiiting,  then  g(K\s  flat  for  Iiiik  Ii  time 
and  breaks.  A secret  storage  eompartnient 
hides  pa|)crs,  hooks,  |MMieils  (and  maylx*  a 
few  (‘onii(‘  hooks).  .And  when  it's  tune  for 
I traiisfei^s,  the  entire  desktop  swings  down 
to  the  side  and  out  of  the  way. 

It's  siniplv  designed  for  flexibility 
and  growth,  so  he  <*an  use  his  MYDKSC 
for  years  to  eonit‘! 

For  more*  iiifoniiation  on  the  entire* 
MYT)FS(1  line,  eontaet  your  IcM’al  rehab 
dealer  and  ask  to  st*e  the*  !)FS(. 
demonstration  video.  Or  <‘all  us  directly 
for  a free*  brcM-hure. 

1-800-4-MYDESC 
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RHAMDEC 

IUmiikIh  . Iiii  * Kh  Hh»''lrrri.  Mtiiinijin  \mh.E  \ 'UuU  ».*«! 
MMH  M !•  it  Erjili  nurk  "I  Hlunulfi . In* 
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Augmentative  Communication 
Sensory  Manipulation 
Recreation  Equipment 
Positioning  Systems 
Mobility 
Videos 


Adapted  Toys  & Devices 
Capability  Switches 
Language  Software 
Large  Print  Books 
Audio  Cassettes 
. . . and  more! 

New  & Expanded 


TFSANALtd. 

J A\fery  Special  Catalogue 

P.O.  Box  17,  Irvington,  N.Y.  10533 
Toll  Free  1-800-443-4728  Fax  1-914-591-4320 
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Nice  chairs  that  work! 


Highly  adjustable  Booster  Seats.  TIit-n-Space,  Transition 
Chairs,  Prone  Standers.  Call  for  a color  catalog. 


ChildreEi’'s 
lau^teris 
music  to 
our  ears. 

Our  dedicated  staff  at  the 
Kennedy  Krieger  Institute 
is  devoted  to  helping  chil- 
dren and  adolescents  with 
physical^  mental  or  educa- 
tional disabilities.  Through 
diagnosis,  treatment  and 
education,  we  can  help 
find  the  key  that  unlocks 
the  future  for  your  child 
and  your  family. 


Kennedy  Krieger  Institute...provfdlng  quality 
services  for  youngsters  of  any  age  with: 


• Assistive  Technology  Needs 
» Motor  and  Language  Delays 

» Metabolic  k D^enerative  Diseases 
» Learning  Problems  and  Disabilities 
» Mental  Retardation 
» Head  Injury 

► Birth  Defects 

» Cerebral  Palsy 

* Feeding  Disorders 

► Behavior  Problems 

► Down  Syndrome 

» Other  Special  Needs 


Kennedy  Krieger  Institute 

A compirhemwe  momce  for 
chiUrm  ttMih  disshilUkt 

Call  us  to  talk  about  your  concerns,  slight 
or  severe.  We  can  help. 

(410)  550-9400  / 1-800-873-3377 
707  North  Broadway 
Baltimore,  MD  21205 


Positot  for  Tots 


A unique  positioning  chair  made 
for  the  infant  to  toddler  aged  child. 
Made  of  childproof  plastic,  the 
Positot  is  completely  washable, 
making  it  ideal  for  feeding  and 


ERIC 
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classrooms.  Adjustable  features 
afford  maximum  growth  and  a 
perfect  fit,  so  Moms  and  therapists 
have  hands  free  for  sonstructive 
activities.  The  Positot  encourages 


the  youngster  to  sit  independently 
securely  and  in  correct  position. 
Available  with  a wheeled  base  and 
tilt  in  space  feature. 


Adaptive  Design  Labs,  Inc. 

15  Standish  Ave. 

West  Orange,  NJ  07052 
Phone  (201)  736-4443 
Fax  (201)  736-3673 
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Back  and  forth,  in 
and  out  of  convene 
tional  hosjyitals  and  treatment 
[rrofframs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a )fOung  child  s 
neurolo^cal  deficits.  Our 
unique  medical  and  behavioral 
apimach  can  break  the  cycle 
of  multiple  failures. 


u 


M 


B 
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Hospital  f(/r  Children  and  Adolescents  • 9407  Cumberland  Road  • New  Kent,  Vir^nia  23124  • I'800-368'3472 


O 
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The  federal  government  supports  many  clearinghouses, 
Information  centers  and  institutes  that  focus  on  specific 
topics.  In  addition  to  publishing  and  distributing  extensive 
free  material  on  disability-related  subjects,  many  of  the  clear- 
inghouses, centers  and  institutes  also  provide  referrals  to  local 
resources. 

Formers  information  on  federal  and  federally-funded  informa- 
tion resources,  contact: 

• NICHCY  (National  Information  Center  for  Children  and  Youth 
with  Disabilities),  1S75  Connecticut  Ave  NW,  Washington,  DC 
20009,  (800)  695-0285  (V/TTY),  (202)  884-8741  (fax). 

• NMIC  (National  Rehabilitation  Information  Center),  8455 
Colesville  Rd,  Ste  935,  Silver  Spring,  MD  20910,  (800)  346- 
2742,  (301)  588-9284  (V/TTY),  (301)  587- 1967  (fax). 

• NHIC  (National  Health  Information  Center),  P.O.  Box  1 133, 
Washington,  DC  20013-1133,  (800)  336-4797  (voice). 


(301)  984-4256  (fax). 


GENERAL 

Clearinghouse  on  Disability 
Information 

Office  of  Special  Education  and 
Rehabilitation  Services 
US  Dept  of  Education 
330  C St  SW 
Switzer  Bidg,  Rm  3132 
Washington,  DC  20202-2524 
(202)  205-8241  (V/TTY) 

(202)  205-9252  (fax) 

National  Center  for  Education 
in  Maternal  and  Child  Health 

2000  15th  St  N,  Ste  701 
Arlington,  VA  22201 -261 7 
(703)  524-7802  (voice) 

(703)  524-9335  (fax) 

National  Health  Information 
Center 

POBox  1133 

Washington,  DC  2001 3-1 1 33 
(800)  336-4797  (voice) 

(301)  984-4256  (fax) 

National  Information  Center 
for  Children  and  Youth  with 
Disabilities  (NICHCY) 

1875  Connecticut  Ave  NW 
Washington,  DC  20009 
(800)  695-0285  (V/TTY) 

(202)  884-8741  (fax) 

National  Institute  of  Child 
Health  and  Human 
Development 

POBox  291 11 
Washington,  DC  20040 
(301)  496-5133  (voice) 
(301)496-7101  (fax) 


National  Maternal  and  Child 
Health  Clearinghouse 

8201  Greensboro  Dr,  Ste  600 
McLean,  VA  22102 
(703)  821 -6955,  ext  254, 265  or 
i 317  (voice) 

I (703)  821-2098  (fax) 

! National  Rehabilitation 
j Information  Center  (NARIC) 

; 8455  Colesvilie  Rd,  Ste  935 
i Silver  Spring,  MD  20910 
j (800)  346-2742  (V/TTY) 
j (301)  588-9284  (V/TTY) 
j (301)  587-1967  (faxl 

I Office  of  Minority  Health 
i Resource  Center 

I POBox  37337 
■ Washington,  DC  20013 
! (800)  444-6472  (voice) 

I (301)  565-51 12  (fax) 

I AIDS 

I Centers  for  Disease  Control 
i and  Prevention  National  AIDS 
j Clearinghouse 

I POBox  6003 
Rockvilie,  MD  20849-6003 
; (800)  458-5231  (voice) 

! (800)  342-AIDS  (English  hotline) 
i (800)  344-SIDA  (Spanish  hotline) 
! (800)  243-701 2 (TTY) 

I (301)  738-6616  (fax) 

. (301)  217-0023  (international 
line) 

I 


I National  Pediatric  HIV 
I Resource  Center 

15  S 9th  St 
Newark,  NJ  07107 
(800)  362-0071  (voice) 

(201)  268-8251  (voice) 

(201)  485-2752  (fax) 

AUERGY  & 

INFECTIOUS  DISEASES 

National  Institute  of  Allergy 
and  Infectious  Diseases 

Office  of  Communication 
Bldg  31.  Rm  7A50 
9000  Rockville  Pike 
Bethesda,  MD  20892 
(301)  496-5717  (voice) 

(301)  402-0120  (fax) 

ASSISTIVE  TECHNOLOGY 
& REHABILITATION 

ABLEDATA 

8455  Colesville  Rd,  Ste  935 
Silver  Spring,  MD  20910-3319 
(800)  227-0216  (V/TTY) 

(301)  588-9284  (V/TTY) 

(301)  587-1967  (fax) 

CANCER 

Cancer  Information  Service 

National  Cancer  Institute 
Bldg  31,  Rm  10A16 
Bethesda,  MD  20892 
(800)  422-6231  (voice) 

DEAF-BUND 

National  Information 
Clearinghouse  on  Children 
Who  Are  Deaf-Blind 

345  N Monmouth  Ave 
Monmouth,  OR  97361 
(800)  438-9376  (voice) 

(800)  854-7013  (TTY) 

(503)  838-81 50  (fax) 

DIABETES 

National  Diabetes  Information 
Clearinghouse 

1 Information  Wy 
Bethesda,  MD  20892-3560 
(301)  654-3327  (voice) 

(301)  907-8906  (fax) 

DIGESTIVE  DISEASES 

National  Digestive  Diseases 
Information  Clearinghouse 

2 Information  Wy 
Bethesda,  MD  20892-3570 
(301)  654-3810  (voice) 

•4  (301)  907-8906  (fax) 


EDUCATION 

ERIC  Clearinghouse  on 
Disabilities  and  Gifted 
Education 

Council  for  Exceptional  Children 
1 920  Association  Dr 
Reston,VA  22091-1589 
(800)  328-0272  (voice) 

(703)  264-9474  (voice) 

(703)  620-3660  (TTY) 

National  Clearinghouse  on 
Postsecondary  Education  for 
Individuals  with  Disabilities 

HEATH  Resource  Center 
1 Dupont  Cir  NW,  Ste  800 
Washington,  DC  20036-1193 
(800)  544-3284  (V/TTY) 

(202)  939-9320  (V/TTY) 

(202)  833-47560  (fax) 

HEARING  IMPAIRMENTS 

National  Information  Center 
on  Deafness 

Galiaudet  University 
800  Fiorida  Ave  NE 
Washington,  DC  20002-3695 
(202)  651-5051  (voice) 

(202)  651 -5052  (TTY) 

(202)  651  -5054  (fax) 

National  Institute  on  Deafness 
and  Other  Communication 
Disorders  Information 
Clearinghouse 

1 Communication  Ave 
Bethesda,  MD  20892-3456 
(800)  241-1044  (voice) 

(800)  241 -1055  (TTY) 

HEART,  LUNG  & BLOOD 
DISORDERS 

National  Heart,  Lung,  and 
Blood  Institute  Information 
Center 

PO  Box  30105 
Bethesda,  MD  20824-0105 
(301)  251-1222  (voice) 

(301)  251-1223  (fax) 

HOIKING 

Housing  and  Urban 
Development  User 

PO  Box  6091 
Rockville,  MD  20850 
(800)  245-2691  (voice) 

(800)  887-8339  (TTY) 

(301)  251 -5747  (fax) 


106 

JANUARY  1095  / EUEPTKIIMl  P»E«T  * 101 


FEDERAL  RESOURCES 


FEDERAL  RESOURCES 


KIDNEY  &UROLOGIC 
DISEASES 

National  Kidney  and  Urologic 
Diseases  Information 
Clearinghouse 

3 Information  Wy 
Bethesda.  MD  20892-3580 
(301)  654-4415  (voice) 

(301)  907-8906  (fax) 

MENTAL  HEALTH 

National  Clearinghouse  on 
Family  Support  and  Children’s 
Mental  Health 

Portland  State  University  • 

PO  Box  751 

Portland.  OR  97207-0751 
(800)  628-1696  (voice) 

(503)  725-4040  (voice) 

(503)  725-41 65  (TTY) 

(503)  725-4180  (fax) 


! National  Institute 
j of  Mental  Health 

: Information  Resources  and 
Inquiries  Branch 
i 5600  Fishers  Ln.  Rm  7C-02 
j Rockville.  MD  20857 
j (301)  443-4513  (voice) 

I (301)4  :3-8431  (TIY) 

I MUSCULOSKELETM. 

; & SKIN  DISEASES 

I National  Arthritis  and 
I Musculoskeletal  and  Skin 
j Diseases  Information 
I Clearinghouse 

: lAMSCir 

1 Bethesda.  MD  20892-3675 
I (301)  495-4484  (voice) 

1 (301)  587-4352  (fax) 


! NEUROLOGICAL 
DISORDERS 

National  Institute  of 
Neurological  Disorders 
& Stroke 

j PO  Box  5801 
i Bethesda,  MD  20824 
: (800)  352-9424  (voice) 

I (301)  496-5751  (voice) 

! (301)  402-2186  (fax) 

I ORAL  HEALTH 

I National  Oral  Health 
! Information  Clearinghouse 

! INOHICWy 
! Bethesda,  MD  20892 
I (301)  492-7364  (voice) 
j (301)  907-8830  (fax) 


PRIMARY  CARE 

National  Clearinghouse  for 
Primary  Care  Information 

I 8201  Greenstwro  Dr,  Ste  600 
! McLean,  VA  221 02 
; (703)  821 -8955,  ext  248  (voice) 

I (703)  821 -2098  (fax) 

I SUDDEN  INFANT  DEATH 
SYNDROME 

National  Sudden  Infant  Death 
Syndrome  Resource  Center 

8201  GreenstMro  Dr,  Ste  600 
McLean,  VA  221 02-3810 
(703)  821  -89 J5  (voice) 

(703)  821 -2098  (fax) 

I VISUAL  IMPiURMEMTS 

National  Eye  Institute 

Bldg  31,Rm6A32 
31  Center  Dr,MSC2510 
Bethesda,  MD  20892-2510 
(301)  496-5248  (voice) 

I (301)402  1065  (fax) 


Other  Federal  Resources 

These  federal  resources  can  provide  Information  on  programs,  services  and  related  laws  and  regulations. 


Administration  on 

Developmental 

Disabilities 

US  Dept  of  Health  and 
Human  Services 
HHH  Bldg.  Rm  3290 
200  Independence  Ave  SW 
Washington,  DC  20201 
(202)  690-6590  (voice) 

(202)  690-6415  (TTY) 

(202)  690-6904  (fax) 
Develops  and  administers 
programs  protecting  rights 
and  promoting  indepen- 
dence, productivity  and 
inclusion:  funds  state  grants, 
the  Protection  and  Advocacy 
programs,  University  Affiliat- 
ed Programs  and  natbnal 
projects. 

Division  of  Birth  Defects 
and  Developmental 
Disabilities 

National  Ctr  for 
Environmental  Health 
Centers  for  Disease  Control 
and  Prevention 
4770  Buford  KwyNE 
Mailstop  F-45 
Atlanta,  GA  30341-3724 
(404)  488-71 50  (voice) 
(404)  488-7156  (fax) 
Piovides  assistance  to  com- 
munity organizations  to 
implement  prevention  pro- 
grams. 


Indian  Health  Service 

Parklawn  Bldg.  Rm  2014 
5600  Fishers  Ln 
Rockville,  MD  20857 
(301)  443-3593  (voice) 

(301)  443-0507  (fax) 
Counseling  and  referrals  to 
American  Indian  and  Alaska 
Native  families  with  children 
with  disabilities. 

National  Library  Service 
for  the  Blind  and 
Physically  Handicapped 

Library  of  Congress 
1291  Taylor  St  NW 
Washington,  DC  20542 
(202)  707-5100  (voice) 

(202)  707-0744  (TTY) 

(202)  707-0712  (fax) 
Provides  Braille  and  recorded 
books  and  magazines  on 
free  loan  to  anyone  who 
cannot  read  standard  print 
because  of  visual  or  physical 
disabilities. 

Office  of  Fair  Housing  and 
Equal  Opportunity 

Dept  of  Housing  and  Urban 
Development 
Office  of  Fair  Housing  and 
Equal  Opportunity 
820 1st  St  NE,  Ste  450 
Washington,  DC  20002 
(202)  275-0848  (voice) 

(202)  275-0772  (TTY) 

(202)  275-0779  (fax) 
Provides  Informatbn  and 
handles  complaints  about 
discrimination  in  housing. 


Offica  of  Special 
Education  and 
Rebabititative  Services 
(OSERS) 

US  Dept  of  Education 
Switzer  Bldg 
330  C St  SW 
Washington,  DC  20202 
(202)  205-8723  (voice) 

(202)  205-8241  (TTY) 

(202)  205-9252  (fax) 
Supports  educatbnal  pro- 
grams for  children  with  spe- 
cial needs,  rehabilitation  and 
research. 

President’s  Committee  on 
Employment  of  People 
wRh  Disabilities 

1331  FStNW.3rdFI 
Washington,  DC  20004 
(202)  376-6200  (voice) 

(202)  376-6205  (TTY) 

(202)  376-6219  (fax) 
Publishes  and  distributes 
free  material  on  employment 
of  people  with  disabilities, 
independent  living,  the 
Rehabilitation  Act  and  job 
accommodation  and  place- 
ment. 


President’s  Committee  on 
Mental  Retardation 

Wilbur  J Cohen  Bldg. 

Rm  5325 

330  Independence  Ave  SW 
Washington,  DC  20201 
(202)  61 9-0634  (voice) 

(202)  205-9519  (fax) 

Advises  the  administration 
on  providing  services  for 
people  with  mental  retarda- 
tion and  on  ways  to  prevent 
this  disability.  Publishes 
annual  reports,  bibliogra- 
phies, conference  reports 
and  information  on  related 
topics. 

Senate  Subcommittee 
on  Disability  Policy 

113  Hart  Senate  Office  Bldg 
Washington,  DC  20510 
(202)  224-6265  (voice) 

(202)  224-3457  (TTY) 

(202)  228-2923  (fax) 

Has  legislative  jurisdbtbn 
over  the  Americans  with 
Disabiiities  Act  (ADA), 
Individuals  with  Disabiiities 
Education  Act  (IDEA), 
Rehabilitation  Act, 
Developmental  Disabilities 
Act  and  Techonobgy-Related 
Assistance  for  Individuals 
with  Disabiiities  (TECH)  Act. 
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Social  Security 
Administration 

6401  Security  Blvd 
Baltimore,  MD  21235 
(800)772-1213 
(voice  hotline) 

(800)  325-0778 
(TTY  hotline) 

(410)  965-7700  (voice) 
(410)  965-0695  (fax) 
Provides  informatbn  about 
the  Social  Security  and 
Supplemental  Security 
Income  (SSI)  programs,  dis- 
ability benefits  and  entitle- 
ment to  Medicare. 


)2  ♦ EXCEPTIONAL  PIREHT  / JANUARY  U)95 


The  Events  That  Make  a Difference 


Tampa/ FL/^^ 

" -March  10-12 

Florida  State  Fair  Fxpo  Park 
Career  Fair,  Frujav,  Siarch  10,  only 

Anaheim,  CA 

April  21-23 

Anoheim  Conventi?fn  Center  ' 


Attend 


Edison,  NJ 

June  16-18 

Raritan  Center  Expo  Hall 


BIUTIES 


• Make  new 


Rosempnt,  IL 

August  11  13 
(Chicago) 

Roseuiont  Convention  Center 

San  Mateo,  CA 

September  29- October  1 
(San  Francisco  Bay  Area) 
San  Mateo  Expo  Center 


Attend 

lts...have  fun! 

'.d\ 


The  Number  One  Show  of  Products  and  Services  for  People  with  Disabilities 
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core  providers, 
toll  (203)  2564700  ext.  131 
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The  entrance  fee  at  each  Show  is  $4  per  person  but  you’ll  save  $1  on  a single  admission  when 
you  present  this  coupon.  Name  and  address  must  be  completed  to  make  this  coupon  valid. 
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Address^ 
City 


State 
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Functional  Solutions  For 
independent  Livingf' 

The  free  1995  NCM  Consumer 
Products  After  rherapy"  Catalog 
features  hundreds  of  products 
for  independent  living.  The 
('.atalog  features  products  that 
allow  for  dressing  and  eating 
without  assistance  and  to  bathe 
more  safely,  Also  included  are 
products  that  will  assist  in  exer- 
cise therapy  and  help  improve 
communication,  You  can  now 
conveniently  order  any  of  these 
products  directly  from  the 
North  Coast  NCM  Consumer 
Products  After  rherapy ' (Catalog. 

lb  receive  a Free  Consumer  Products  AfterTherapy  ' Catalog, 
please  ortum  this  reply  card,  give  us  a call,  or  fax  us. 

Toll  Free  l-eOO-235-7054  FAX  408-277-6824 

Ship  to: 

Your  Name  

Address  

scale /ip  

.\rea(,(Kle  Phone  

NCM^^DM»on 

1U>  »ox 

San  .lose.  c:A9SlSO-6(rO 


Circle  # 68 


For  people  with  disabilities, 

WE  CAN 

turn  your  computer  into  an  open  door. 


/I  to  two'npixntunitios  —*  at  uork^  at  scfuml  and  at  honw. 

Thanks  to  IHMurhnoln^}\  fHTsons  idth  vision,  inohility,  six^evh/hvarinfi 
orattvntion/innnorY disoliilitias  t an  do  thing's  (tnrr  /leivr  thoitf^ht 
IHtssiUr.  UkrromfHacin  thv  n orkidavv  and  sni}i}ort  fainilirs.  Uir 
indoiHonhntty  of  others,  ihid  out  nuuv  hYvalhn^  t2(>-  UfH2 

(iOtCi:):  hH00-r2h-Xm(TI)l)):  in  Canada, 

•1/  Ui\J,  nr  ran  do  mon*  than  ym  think. 

IlM  InDK  PKNDKNCK  ShHIKS 
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Circle  # 92 
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Comfortable,  fiin  and  safe  cycling 
for  all  ages  and  abilities 


The  Montage®  by  just  Two  Bikes,  Inc.  joins  cycling  partners 
together  in  a relaxed,  side-by-side  position,  eliminating  balance 
concerns  and  allowing  each  rider  an  excellent  view  of  the  road 
and  scenery. 

The  adjustable  seating  positions  accomodate  riders  of  dif- 
ferent heights.  Either  partner  may  steer,  and  each  rider 
has  a separate  drivetrain  so  they  may  pedal  at  their  own 
cadence.  Stores  vertically  to  save  space  and  allow  easy 
maintenence. 


Ideal  for  visually  or  physically  challenged  riders. 


Contact  |TB  for  details  and  a video  brochure: 

phone:  1 -800-499-1 548  fax:  1 -61 2-426-1 548 
e-mail:  74771 .2737@compuserve.com 
4821  Washington  Avenue,  White  Bear  Lake,  MN  55110 


Circle  # 140 


Exceptional  Programs 
For 

Exceptional  Children. 


^ t St.  Coletta  Schools 
/i  we  believe  life  is  what 
c/  (y  happens  today.  Our 
goal  is  to  provide  the  best 
possible  life  experience  for 
your  eKepHotud  child. 
Students  here  are  not  only 
preparing  for  tomorrow, 
th^  are  living  quality  lives 
everydqj.  Founded  in  1947, 
St.  Coletta  Schools  offer  a 
wide  range  of  programs  for 
children  with  mild  to  severe 
developmental  dlsabSities. 
Twelve-motdh  piadential  and 
day  programs  tor  ages  &22. 


’ Extensive  VoQtioiulTVaining 
' Functional  Academics 
’ Community  Skills  Training 
’ Daily  Living  & Social  Skills 
' Adapted  Phys.  Ed.  & Reaealion 
Activity  Program 
' Special  Olympics 
' Behavior  Man^ement 

• Physical  & Occupational  Therapy 
' Speech  Therapy 

' Music,  Arts  Computers 

• Prader-Willi  Program 


St.  Coletta’s 


or  M A SS AC HUSf T T S 

John  W.  Shync,Jr„  President 


Cardinal  Cushing  School  & Training  Cento* 


400  Washington  Street,  Hanover,  MA  02339 

Braintree  SL  Coletta  Day  School 

85  Washington  Street,  Braintree,  MA  02184 

Contact:  Lynne  Goyuk 
Tel:  (613826-6371 
Fax:(617)826-6474 

Spoavrredby 

The  Sisters  of  SL  Fnincis  of  Assisi  of  Milwaukee,  \V1 


M3 


CIrcIt  # 162 


Superior  Quality  "H 

Community  Living  ' 
Opportunities 

For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day,  residential  and  vocational  programs  for  adults  with  mental  retardation  Located  in  the 
scenic  rural  village  of  Troy,  Pennsylvania,  Martha  Lloyd  has  a unique  relationship  with  its 
neighbors.  Residents  are  valued  members  of  the  community  and  make  full  use  of  its 
resources.  Few  other  programs  can  offer  such  an  open  and  productive  relationship. 

There  are  five  programs  for  women  (from  semi-independent  to  supportive)  including  one 
specifically  designed  for  mature  women.  A new  community-based  program  for  men  has 
been  added.  The  program  offers  training  in  home  care  and  maintenance,  budgeting, 
household  management,  and  participation  in  an  established  vocational  program. 


All  Programs  Offer  These  Advantages 

Life  skills  and  vocational  training. 


• Employment  opportunities  at  Martha 
Lloyd  and  in  the  Troy  community. 

• Easy  access  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 

• A caring  professional  staff  experi- 
enced in  working  with  developmental 
disabilities. 


• Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 

• Unique  leisure  and  recreational  expe- 
riences in  a rural  community  setting. 

• Excellent  health  care  provided  by 
on-staff  health  professionals  and  a 
community  medical  center. 

• Annual  fees  among  the  lowest  in 
the  nation. 


MARTHA 

LLOYD 

COMMUNITY 

SERVICES 


For  Information  Call 

(717)  297-2185 

or  write:  Martha  Uoyd  Community  Services 
190  West  Main  St..  Troy,  PA  16947 


ERIC 


Clrct«»78 
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Private,  501(c)(3) 
Nonprofit  Cc^munity 


“THEIR  COMMLlNITY***WITH  OUR 
HELP”  Residential,  day,  and  evening 
programs  and  services  for  adults 
with  rievelopmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 
® Case  Management 

• Health  Ser\'ices 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Siiwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-83H1 


33rd  Year 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  IVEEDS  CAMPERS 

A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

2,  4,  8 wk.  se.ssions.  Highly  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Bruria  K.  Falik.  Ph.D. 

Camp  Huntington 
56  Bruceville  Road 
High  Falls,  /.Y  12440 
(914  ) 687-7840 


THE  ARBORWAY  SCHOOL 

A 24  hour  learning  experience 
w'hich  provides  individualized  ser- 
vices for  multihandicapped  students, 

♦ 1:2  staff  to  student  rjuio 

♦ clinical  consultants  on  staff 

♦ recreational  and  leisure  activities 

♦ vocational  training  &.  on-site  work 

♦ 12  month  program 

♦ ages  6 through  22 

Contact:  Carolyn  MacRae, 

Executive  Director 
Arborway  School 
147  South  Huntington  Avenue 
Boston,  MA  0213(3 
617-232-1710 


CHILDREN’S  Care 
Hospital  & School 


CHILDREN’S  CARE  HOSPITAL  & 
SCHOOL  (formerly  Crippled 
Children 's  Hospital  & School)  is  a 
private,  nonprofit  facility  serving 
over  1000  children  with  disabilities 
and  their  families  each  year.  CCHS 
offers  individualized,  family-centered 
programs  through  day  school, 
outpatient,  outreach,  or  residential 
services. 

Contact:  Nathan  Anderson 
Children’s  Care  Hospital  & S- :hool 

2501  >0C^st  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840  or  (800)  584-9294 


CHBLEDA  HABEUTATION  INSTI- 
TUTE Educators  for  youths  with 
developmental  disabilities.  Residen- 
tial treatment  center  provides  com- 
plete training  ik  intensive  therapy  for 
children  with  severe  mental  Ik  physi- 
cal disabilities,  closed  head  injuries 
Ik  challenging  behaviors.  Estab.  1973. 

• Intensive 

• Progre.ssive 

• Specialized 

Chileda  Habilitation  Institute 

1020  Mississippi  Street 
DiCrosse,  WI  54601 
(608)782-6480  / (608)782-6481  (Fax) 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders, 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Ser\4ces,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


OAK  HILL  SCHOOL 

100  Yeafs  of  Compassion 
Exceptional  people  deser\^e  excep- 
tional care.  (ZIB/Oak  Hill  School  enters 
its  second  century  of  compassionate 
care  and  ground-breaking  education 
for  children  and  adults  with  severe 
developmental  disabilities. 

• Residential  li  v'ing 

• Day  and  vcxational  prognmis 

• Loving,  sLipporti\e  environment 

• Dedicated,  highly-qualified  staff 

CIB/Oak  Hill 

120  Hcdcomb  St. 

Hartford,  CT  06112 
(203)  242-2274 


Exciting  Camping  Opportunity 
for  Children  with  Developmental 
and  Learning  Disabilities  fronv 
YAI  (Young  Adult  Institute)  We 

proudly  announce  openings  for  the 
summer  of  1995  to  MAINSTREAM  AT 
CAMKMAC).  A nationali/  recognized 
award-winning  ( Except. o,.  Parent 
commendation  *93)  residential  '-amp 
prognim  for  children  and  young 
adults.  One  to  four  week  .sessions. 

Iran  Buckler 
Young  Adult  Institute 

320  West  13th  Street 
New  York,  NY  1001 4- 1206 
(212)  645-1616/Iax  (212)  645-3869 
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Berkshire 

]y[eadows 


estled  in  the  serene  beauty  of  western  Massachusetts' 
Berkshire  Hills,  Berkshire  Meadows'  carefully  designed 
fifteen-acre  campus  offers  a comprehensive,  integrated 
year-round  residential  program  for  children  and  adolescents  who 
are  severely  developmentally  delayed  and  may  be  multiply 
disabled. 

Like  other  children  all  over  the 
world,  residents  of  Berkshire 
Meadows  attend  “school”  (our 
Learning  Center)  five  days  a week. 

Each  follows  his  or  her  own  curricu- 
lum, designed  to  respond  to  individual 
needs:  physical  development,  cognitive 
development  (based  on  Piaget),  the  use 
of  basic  living  skills.  Our  program  for 
young  adults  also  includes  Applied 
Academics:  techniques  such  as  the  use 
of  money,  and  basic  computing.  And  as 
a corollary  to  the  Total  Communication 
techniques  we  apply  throughout  our 
program,  all  students  participate  in 
Augmentative  Communication 
training,  where  individual  methods  of 
communication  are  developed. 


The  young  people  live  in  spacious 
one-story  homes,  each  with  its  own 
lounge,  visiting  area , kitchen,  dining 
room,  laundry  and  specially-equipped 
bathrooms.  Each  youngster  has  a 
bright,  attractive  bedroom,  and  is 
encouraged  to  keep  personal  pictures 
and  toys.  Here,  in  an  atmosphere  of 
nurturing  home  life,  each  resident 
learns  about  self-care  and  daily  living 
skills,  and  staff  accommodate  personal 
needs  with  respect  and  tenderness. 


Each  '•esident  of  Berkshire  Meadows 
follows  his  or  her  own  individual- 
ized physical  therapy  program.  We  take 
full  advantage  of  all  the  tools  and 
techniques  that  research  and  modern 
technology  have  provided  to  ease  pain, 
relax  muscles,  develop  strength  and 
expand  movement,  including  extensive 
hydrotherapy.  Specialists  in  the  fields  of 
psychiatry  and  psychology  work  with 
the  young  people  to  promote  emotional 
and  mental  well-being.  Round-the-clock 
nursing  coverage  ensures  that  each 
child's  physical  needs  arc  constantly  and 
consistently  monitored. 


ClrcItflO 


Weekends  and  holidays  are  for  fun. 

We  take  full  advantage  of  the 
loveliness  of  our  natural  surroundings, 
and  of  the  receptive  friendliness  and 
extensive  activities  of  local 
communities. 


Our  intent  is  to  help  “our” 

young  people  to  become  more 
independent,  more  self- 
sufficient  and  empowered.  For  their 
families  we  strive  to  offer  education, 
encouragement  and  support.  We  believe 
that  with  thoughtful,  cohesive  integra- 
tion of  specialized  education  and 
physical  care,  and  family  and  commu- 
nity support,  each  child  has  the 
opportunity  to  achieve  his  or  her 
maximum  potential,  and,  most 
importantly,  to  experience  satisfaction 
and  joy. 


Berkshire  Meadows 
Gail  Charpentier,  Exec.  Dir. 
-/I  249  North  Plain  Road 

Housatonic,  MA  01236 
( (413)528-2523 


O 


Membership  in  many  professional  organizations  is  often 
limited  to  professionals  working  in  specific  fields. 
However,  many  organizations  offer  information  and 
resources  to  non-members.  If  interested  in  specific  organiza- 
tions, please  contact  them  for  further  details. 

This. directory  was  compiled  with  the  help  of  NICHCY 
(National  Information  Center  for  Children  and  Youth  with 
Disabilities),  1875  Connecticut  Ave.,  NW,  Washington,  DC 
20009,  (800)  695-0285  (V/ITY),  (202)  884-8441  (fax). 


Academy  of  DENTISTRY 
for  Persons  with  Disabilities 

21 1 E Chicago  Ave,  Ste  948 
Chicago,  IL  6061 1 
Assists  dentists,  dental  hygienists, 
students  and  other  dental  care 
providers  in  acquiring  and  main- 
taining skills  and  knowledge  to 
provide  comprehensive  dental 
care  to  people  with  disabilities. 

American  Academy 
of  PEDIATRIC  DENTISTRY 

211  E Chicago  Ave,  Ste  700 
Chicago,  IL  6061 1 
(312)  337-2169  (voice) 

(31 2)  337-6329  (fax) 

Represents  3,700  members  in 
pediatric  dentistry.  Emphasizes 
three-part  approach  to  caring  for 
children:  practice,  teaching  and 
research. 

American  Academy 
of  PEDIATRICS 

PO  Box  927 

Elk  Grove  Village,  IL  60009 
Represents  49,000  pediatricians. 
Dedicated  to  the  health,  safety 
and  well-being  of  infants,  children, 
adolescents  and  young  adults. 
Committee  on  Children  with 
Disabilities  studies  the  role  of 
pediatricians  in  the  care  of  chil- 
dren with  chronic  illnesses  and 
disabilities. 

American  Alliance  for  HEALTH, 
PHYSICAL  EDUCATION, 
RECREATION  and  DANCE 

1900  Association  Dr 
Reston.VA  22091 
(703)  476-3400  (voice) 

(703)  476-9527  (fax) 

Concerned  with  improving  physi- 
cal education,  sports,  health  and 
safety  education,  recreation  and 
dance  programs  in  schools  and 
communities.  Offers  publications 
in  planning,  organizing  and  con- 
ducting programs  for  people  with 
disabilities. 


American  ART  THERAPY 
Association 

1202  Allanson  Rd 
Mundelein,!  60060 
(708)  949-6064  (voice) 

(708)  566-4580  (fax) 

Approves  graduate-level  training 
programs  in  art  therapy  and  regis- 
ters professional  therapists. 

American  Association  for 
VOCATIONAL  INSTRUCTIONAL 
MATERIALS 

220  Smithonia  Rd 
Winterville,  GA  30683 
(800)  228-4689  (voice) 

(706)  742-7005  (fax) 

Publishes  instructional  books, 
videos  and  computer  software  on 
agriculture,  home  economics,  and 
trade  and  industrial  arts. 

American  Association 
of  CHILDREN’S  RESIDENTIAL 
CENTERS 

1021  Prince  St 
Alexandria,  VA  2231 4 
(703)  838-7522  (voice) 

(703)  684-5968  (fax) 

Represents  mental  health  facilities 
that  meet  required  standards  in 
therapeutic  living,  educational  pro- 
grams, group  therapy  and  parent 
or  family  therapy  for  children  with 
emotional  problems.  Provides 
technical  assistance  for  new  resi- 
dential treatment  center  pro- 
grams. 

American  Association 
on  MENTAL  RETARDATION 

444  N Capital  St  NW,  Ste  846 
Washington,  DC  20001 
(800)  424-3688  (voice) 

(202)  387-1968  (voice) 

(202)  387-2193  (fax) 

Seeks  to  improve  services  to  peo- 
ple who  have  mental  retardation. 
Offers  professional  v irkshops  and 
consultations  for  tra..  ling  and 
technical  assistance. 


American  Association  of 
UNIVERSITY  AFFILIATED 
PROGRAMS  FOR  PERSONS 
WITH  DEVELOPMENTAL 
DISABILITIES 
8630  Fenton  St,  Ste  410 
Silver  Spring,  MD  20910 
(301)  588-8252  (voice) 

(301)  588-3319  (TTY) 

(301)  588-2842  (fax) 

Central  office  of  the  54  university 
affiliated  programs  (UAPs).  UAPs 
offer  training  of  professionals  and 
para-professionals  dealing  with 
people  with  developmental  disabil- 
ities; screening,  evaluation,  treat- 
ment, planning  and  educational 
programming;  technical  assis- 
tance to  service  agencies  and  dis- 
semination of  research  findings. 

American  COUNSELING 
Association 

5999  Stevenson  Ave 
Alexandria,  VA  22304 
(703)  823-6862  (voice) 

(703)  823-0252  (fax) 

Provides  professional  counselors, 
counselor  educators  and  related 
human  development  specialists 
with  programs  and  services  for 
personal  and  professional  growth. 
Accredits  counselor  education 
programs. 

American  DANCE  THERAPY 
Association 

2000  Century  Plaza,  Ste  108 
Columbia,  MD  21044 
(410)  997-4040  (voice) 

(410)  997-4048  (fax) 

Approves  educational  programs  in 
dance/movement  therapy  and 
registers  professional  therapists. 
Provides  local  profes.sional  con- 
tacts, free  information  on  educa- 
tional programs  and  guidelines  for 
dance/movement  therapy  training 
and  internships. 

American  HORTICULTURAL 
THERAPY  Association 

362A  Christopher  Ave 
Gaithersburg,  MD  20879 
(301)  948-3010  (voice) 

(301)  869-2397  (fax) 

Consults  to  institutions  interested 
in  establishing  horticultural  thera- 
py programs.  Registers  profes- 
sional therapists  and  sponsors 
national  and  regional  workshops. 


American  MEDICAL 
Association 

515  N Dearborn  St 
Chicago,  IL  60610 
(800)  262-3211  (voice) 

(312)  464-5000  (voice) 

(312)  464-41 84  (fax) 

Represents  physicians,  academi- 
cians, medical  students  and  rep- 
resentatives of  organized  medi- 
cine. 

American  MENTAL  HEALTH 
COUNSELORS  Association 

5999  Stevenson  Ave 
Alexandria,  VA  22304 
(703)  823-9800  (voice) 

(703)  823-6862  (TTY) 

(703)  823-0252  (fax) 

A division  of  the  American 
Association  for  Counseling  and 
Development.  Provides  support  to 
professional  mental  health  coun- 
selors. Sets  service  training  stan- 
dards and  advocates  on  legislative 
issues. 

American  Network 
of  COMMUNITY  OPTIONS 
AND  RESOURCES 

4200  Evergreen  Ln,  Ste  315 
Annandale,  VA  22003 
(703)  642-6614  (voice) 

(703)  642-0497  (fax) 

Represents  about  500  private 
service  provider  companies  for 
people  with  developmental  dis- 
abilities, mental  illness  and  other 
disabilities.  Provides  training  and 
educational  opportunities  for  its 
members. 

American  NURSES  Association 

600  Maryland  Ave  SW,  Ste  1 0OW 
Washington,  DC  20024-2571 
I (202)  651-7000  (voice) 
(202)651-7001  (fax) 

Represents  more  than  210,000 
registered  nurses.  Advances  nurs- 
ing by  upholding  high  standards  of 
practice,  promoting  the  economic 
and  general  welfare  of  nurses  in 
\ the  workplace  and  projecting  a 
I positive  and  realistic  view  of  nurs- 
ing. Lobbies  on  health  care 
j issues. 
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American  OCCUPATIONAL 
THERAPY  Association 

4720  Montgomery  Ln 
PO  Box  31220 
Bethesda,  MD  20824 
(800)  377-8555  (11Y) 

(301)  948-9626  (voice) 

(301)  652-771 1 (fax) 

Accredits  educational  programs, 
certifies  practitioners  and  advo- 
cates on  programs  related  to 
national  health  care  issues. 
Distributes  professional  informa- 
tion packets  on  many  subjects. 

American  ORTHOTIC  and 
PROSTHETIC  Association 

1650  King  St.  #500 
Alexandria,  VA  22314 
(703)  836-71 16  (voice) 

(703)  836-0838  (fax) 

Represents  manufacturers  of 
orthotic  and  prosthetic  devices 
and  facilities  providing  prosthetic 
patient  care.  Provides  a list  of 
schools  offering  a curriculum  in 
orthotics  and/or  prosthetics. 

American  PHYSICAL  THERAPY 
Association 
1111  N Fairfax  St 
Alexandria.  VA  22314 
(800)  999-2782  (voice) 

(703)  684-2782  (voice) 

(703)  684-7343  (fax) 

/Accredits  academic  programs  in 
physical  therapy,  assists  in  com- 
posing state  certification  exams 
and  offers  educational  courses 
and  workshops.  Refers  people 
with  disabilities  to  physical  thera- 
py facilities. 

American  PSYCHOLOGICAL 
Association 

750  First  St  NE 
Washington.  DC  20002 
(800)  336-4980  (voice) 

(202)  336-5500  (voice) 

Works  to  advance  psychology  as  a 
science,  a profession  and  a 
means  of  promoting  human  wel- 
fare. Promotes  policy,  research 
and  standards  of  ethical  conduct 
and  education. 

American  REHABILITATION 
COUNSELING  Association 

5999  Stevenson  Ave 
Alexandria,  VA  22304 
(703)  823-9800  (voice) 

(703)  823-0252  (fax) 

Division  of  the  American 
Counseling  Association  (ACA). 
Seeks  to  improve  rehabilitation 
counseling  services  to  people  with 
disabilities.  Supports  and  partici- 
pates in  ACAs  accreditation. 


Amencan  SCHOOL  COUNSELOR 
Association 

5999  Stevenson  Ave 
Alexandria.  VA  22304 
(703)  823-9800  (voice) 

(703)  823-6862  (177) 

(703)  823-0252  (fax) 

Provides  support  to  counselors, 
counseling  and  guidance  direc- 
tors, supervisors,  administrators 
and  counselor  educators. 

American  SCHOOL  HEALTH 
Association 

7263  State  Rt  43 
PO  Box  708 
Kent.  OH  44240 
(216)678-1601  (voice) 

(216)  678-4526  (fax) 

Promotes  comprehensive  school 
health  programs.  Offers  free  publi- 
cation catalog. 

American  SPEECH-LANGUAGE- 
HEARING Association 

10801  Rockville  Pike 
Rockville.  MD  20852 
(800)  638-8255  (V/TTV) 

(301)  897-5700  (V/TTV) 

(301)  571-0457  (fax) 

Certifying  body  for  professionals  in 
speech,  language  and  hearing 
therapy.  Accredits  graduate,  clinic 
and  hospital  programs  in  speech- 
\ language  pathology  and  audiology 
Provides  free  information,  refOifals 
and  consumer-oriented  publica- 
tions through  toll-free  (800)  phone 
number. 

Association  for  CHILDHOOD 
EDUCATION  International 

11501  Georgia  Ave,  Ste315 
Wheaton,  MD  20902 
(800)  423-3563  (voice) 

(301)  942-2443  (voice) 

(301)  942-3012  (fax) 

Concerned  with  development, 
growth  and  education  from  infan- 
cy through  early  adolescence. 
Sponsors  annual  conference. 
Offers  about  100  books,  pam- 
phlets, videos  and  audiotapes 
through  publication  catalog. 

Association  for  DRIVER 
EDUCATORS  for  the  Disabled 

PO  Box  49 
Edgerton,  Wl  53534 
(608)  884-8833  (voice) 

(608)  884-4851  (fax) 

I Seeks  to  improve  driver  education 
I and  evaluation  for  people  with  dis- 
abilities. Provides  information  on 
teaching  techniques,  assessment 
methods  and  technological  devel- 
opments. 
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Association  of  Schools  of 
ALUED  HEALTH  Professionals 

1730  M St  NW.  Ste  500 
Washington,  DC  20036 
(202)  293-4848  (voice) 

(202)  293-4852  (fax) 

Represents  health  care  profes- 
sionals and  educators  in  wide  ■ 
range  of  fields  including  correc- 
tive. occupational,  physical  and 
recreational  therapies.  Provides 
information  on  allied  health,  innov- 
ative projects  and  individual 
expertise.  Sponsors  annual  con- 
ference. leadership  workshops, 
fellowships  and  a world  congress. 

Association  of  Specialized  and 
Cooperative  LIBRARY  Agencies 

American  Library  Association 
50  E Huron  St 
Chicago,  IL  6061 1 
> (800)  545-2433  (voice) 

(31 2)  944-6780  (voice) 
(312)944-7298(170 
(312)  280-3255  (fax) 

Represents  librarians  serving 
communities  and  special  popula- 
tions. including  people  with  physi- 
cal and  mental  disabilities. 
Provides  printed  information  to 
libraries  interested  in  developing 
services  for  people  who  are  blind 
or  who  have  mental  retardation. 

Association  on  HIGHER 
EDUCATION  and  Disability 

PO  Box  21 192 
Columbus,  OH  43221 
(61 4)  488-4972  (V/TTO 
(614)  488-1174  (fax) 

Committed  to  full  participation  in 
higher  education  for  people  with 
disabilities.  Sponsors  annual  con- 
ference and  publishes  material  for 
service  providers.  Maintains 
resume  databank  of  people  with 
disabilities  seeking  employment 

Council  for 

EXCEPTIONAL  CHILDREN 

1920  Association  Dr 
Reston,  VA  22091 
(703)  620-3660  (voice) 

(703)  264-9494  (fax) 

Monitors  and  analyzes  policies 
concerning  children  and  youth 
with  disabilities  and  children  and 
youth  who  are  gifted.  Offers  publi- 
cations on  special  education,  dis- 
ability awareness,  child  abuse, 
recreation,  parent-professional 
cooperation,  career  and  vocatbnal 
education  and  public  policy 
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National  Association 
for  MUSIC  THERAPY 

8455  Colesvilie  Rd 
Silver  Spring,  MO  20910 
(301)  589-3300  (voice) 

(301)  589-5175  (fax) 

Approves  university  curricula  for 
music  therapy  programs,  approves 
clinical  facilities  for  training  music 
therapists,  certifies  and  registers 
professionals  and  provides  techni- 
cal assistance  to  researchers. 

National  Association  for 
PERINATAL  ADDICTION 
Research  and  Education 

200  N Michigan  Ave,  3rd  FI 
Chicago.  IL  60601 
(312)  541-1272  (voice) 
(312)541-1271  (fax) 

Addresses  perinatal  addiction  and 
the  long-term  outlook  for  children 
exposed  in  utero  to  illicit  dmgs. 
Provides  national  network  for 
exchange  of  information,  provides 
education,  coordinates  research 
and  translates  current  research 
into  public  education  programs 
and  public  health  policy 

National  Association 
for  the  EDUCATION 
OF  YOUNG  CHILDREN 

1509  16th  St  NW 
Washington.  DC  20036-1426 
(800)  424-2460  (voice) 

(202)  232-8777  (voice) 

(202)  328-1846  (fax) 

Represents  90,000  early  child- 
hood professionals  and  others 
dedicated  to  improving  the  quality 
of  early  childhood  education  pro- 
grams for  children  birth  through 
age  eight.  Accredits  early  child- 
hood programs.  Offers  books, 
brochures,  posters  and  videos. 

National  Association  of 
DEVELOPMENTAL  DISABILITIES 
COUNCILS 

1234  Massachusetts  Ave  NW. 

Ste  103 

Washington,  DC  20005 
(202)  347-1234  (voice) 

(202)  347-4723  (fax) 

Promotes  development  of  public 
policy  for  community  integration 
and  services  to  people  with  devel- 
opmental disabilities  through 
developmental  disabilities  councils 
in  states  and  territories. 


PROFESSIONAL  ORGANIMnONS 


National  Association 
of  MEDICAL  EQUIPMENT 
SERVICES 

625  Slaters  Ln 
Alexandria.  VA  22314-1176 
(703)  836-6263  (voice) 

(703)  836-6730  (fax) 

Represents  more  than  2,000 
home  medical  equipment  and 
rehabilitation  technology  suppliers. 
Promotes  access  to  quality  home 
medical  equipment  services  and 
rehabilitation/assistive  technology 

National  Association 
of  PRIVATE  SCHOOLS 
for  Exceptional  Children 

1522  KStNW.Ste  1032 
Washington.  DC  20005 
(202)  408-3338  (voice) 

(202)  408-3340  (fax) 

Promotes  the  role  of  private  spe- 
cial education.  Serves  as  national 
voice  regarding  policies  that 
affect  children  and  youth  with 
disabilities. 

National  Association  of 
REHABILITATION  FACILITIES 

1910  Association  Dr 
Reston,  VA  22091 
(800)  368-3513  (voice) 

(703)  648-9300  (voice) 

(703)  648-0346  (fax) 

Advocates  on  behalf  of  rehabilita- 
tion services  to  people  with  dis- 
abilities. Provides  field  services 
and  technical  assistance  to  mem- 
bers and  others.  Conducts 
research,  sponsors  educational 
forums  and  develops  policy 

National  Association 
of  SOCIAL  WORKERS 

750  First  St  NE.  Ste  700 
Washington,  DC  20002 
(800)  638-8799  (voice) 

(202)  336-8310  (fax) 

Proposes  and  promotes  sound 
public  policies  and  programs 
aimed  at  meeting  human  needs 
and  improving  quality  of  life. 

National  Association  of  STATE 
DIRECTORS  OF  DEVELOPMEN- 
TAL DISABIUTIES  SERVICES 

113  OronocoSt 
Alexandria,  VA  22314 
(703)  683-4202  (voice) 

Facilitates  exchange  of  informa- 
tion among  its  53  state./territorial 
mental  retardation  program  direc- 
tors on  providing  care  and  treat- 
ment for  people  with  mental  retar  ^ 
dation. 
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National  Association 
of  STATE  DIRECTORS 
OF  SPECIAL  EDUCATION 

1800  Diagonal  Rd,  Ste  320 
Alexandria,  VA  2231 4 
(703)  519-3800  (voice) 

(703)  519-7008  (TTY) 

(703)  519-3808  (fax) 

Represents  personnel  from  state 
education  agencies  who  have 
legal  responsibility  for  the  admin- 
istration and  supervision  of  special 
education  programs  in  public 
schools.  Assists  local,  state  and 
national  communities  in  promoting 
and  enhancing  special  education. 

National  EDUCATION 
Association 

1201  16th  St  NW 
Washington,  DC  20036 
(202)  833-4000  (voice) 

(202)  822-7767  (fax) 

Informs  its  members  about  the 
Individuals  with  Disabilities 
Education  Act  (IDEA).  Members 
receive  a teacher’s  guide  to  IDEA 
and  information  on  training  to  help 
regular  teachers  integrate  stu- 
dents with  and  without  disabilities. 


RESNA 

1 700  N Moore  St,  Ste  1540 
Arlington,  VA  22209 
(703)  524-6686  (voice) 

(703)  524-6639  (TTY) 

(703)  524-6630  (fax) 

Represents  rehabilitation  profes- 
sionals. Seeks  to  transfer  science, 
engineering  and  technology  to  the 
needs  of  people  with  disabilities. 
Sponsors  annual  conference  and 
publishes  books  and  a video. 

SCIENCE  Association  for 
Persons  with  Disabilities 

c/o  Dr  Janet  Davies 
Colorado  Christian  University 
1 80S  Garrison  St 
Lakewood,  CO  80226 
(303)  238-5386  (voice) 

(303)  274-7560  (fax) 

A division  of  the  National  Science 
Teachers  Association.  Promotes 
science  and  encourages  the 
development  of  curricula  for  peo- 
ple with  disabilities.  Provides 
information  about  teaching  sci- 
ence to  people  with  disabilities. 


World  Association  for 
INFANT  MENTAL  HEALTH 

ICYF 

Kellogg  Ctr,  #27 
Michigan  State  University 
East  Lansing,  Ml  48824 
(517)  432-3793  (voice) 
(517)432-3694  (fax) 

Concerned  with  optimal  develop- 
ment of  infants  and  caregiver- 
infant  relationships.  Holds  world 
congress  every  four  years. 


Zero  to  Three/National 


Center  for  CLINICAL  INFANT 
PROGRAMS 

2000  14th  St  N,  #380 
Arlington,  VA  22201 -2500 
(703)  528-6848  (voice) 

(703)  528-041 9 (TTY) 

(703)  528-6848  (fax) 

Dedicated  to  improving  the 
chances  of  healthy  physical,  cog- 
nitive and  social/emotional  devel- 
opment of  infants,  toddlers  and 


their  families.  Distributes  free 
publication  catalog  upon  request. 


National  THERAPEUTIC 
RECREATION  Society 

2775  S Quincy  St,  Ste ‘300 
Arlington,  VA  22206 
(703)  820-4940  (voice) 

(703)  671 -6772  (fax) 

Committed  to  recreation  and 
leisure  services  for  all.  Offers  pro- 
fessional assistance,  publications 
and  conferences. 

Registry  of  INTERPRETERS 
FOR  THE  DEAF 

8719  Colesville  Rd,  Ste  310 
Silver  Spring,  MD  20910 
(301)  608-0050  (V/TTY) 

(301)  608-0508  (fax) 

Certifies  interpreters  (American 
Sign  Language/Spoken  English) 
and  transliterators  (Signed 
English/Spoken  English). 

Maintains  and  promotes  code  of 
ethics  and  operates  grievance 
system.  Sells  annual  directory  list- 
ing certified  interpreters  and 
transliterators.  Provides  informa- 
tion on  finding  and  using  inter- 
preters, careers  in  interpreting 
and  professional  development. 


Our  Toilet  Supports  are 
so  adjustable  tiddlers 
thru  adults  can  use  the 
same  one.  We  have  High 
Back  and  Low  Back 
versions.  Pommels,  urine 
deflectors,  foot  rests  and 
smaller  seals  for  young 
cliildren  are  available. 


Our  NEW  Bath/Shower 
Chairs  are  the  most 
adjustable  ones  made.  We 
have  3 models  - an 
Elevated,  a Standard,  and 
a RoU-In  Shower  chair. 
Each  model  has  6 sizes  to 
maximize  tlie  time  of  its 
use.  Your  child  and  you 


For  a free  brochure  call  or  write: 

The  Adaptive  Design  Shop 

12847  Pt.  Pleasant  Drive 
Fairfax,  VA  22033 
703-631-1585 
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Quality  Incontinent  Care  Products 

Heip  keep  .skin  dry 
and  provide  outstanding  leakage 
protection! 

Protection  For  All  ybur  Needs 

from 


ARC  Home  Health  Products 

• Full  line  of  products  in  stock 

• UPS  deliveries  to  your  door 

• No  add'On  shipping  & handling  charges 
• Personal,  knowledgable  service 

• VISA/Mastercard  accepted 

Your  satisfaction  is  our  concern! 
Can  Us! 


I 
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Cl  1-800-278-8595 

3!  ^ ■ for  mora  information 

Aii«nd\ 

ARC  Home  Health  Products 
RRiir4  Box  161  • Oneonta.  New  York  13820 


An  Affirmative  Enterprise, 
providing  Jobs  for  people  with  disabilities. 
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SAVE  BUY  BUIK 
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Gusl  Mulhmedia  Speech  System 

Version  5 for  Windows  product  in  worid 


■ #1  selling.AAC 
product  in  the' worid! 


Converts  any  Windows  compatible  computer  into  an 
UNBEATABLE  dynamic  display  communication  device. 
Simplicity  and  sophistication  at  a great  price.  Compare! 
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Multimedia  Speech  System - 


2-72  buttons  per  page 
Unlimited  layers!  . 

1 and  2 Switch  scanning 
Digitized  or  synthetic  speech 
' Built-in  phone  dialer 


Also  Induded... 

Gust  Abbraviortions 

Add  "AE"  lajpny  program 

Gusl  Home  Control 

Environmenlol  control  (XIO) 

Gusl  Symbol  Solodor 

Locate,  view  & resize  pictures 

Gusl  Mousa  (shown) 


. Talkjng  Keyboard  (included)  • 


Superb  text-to-speech  taol 
Includes  speech  synthesizer! 
(Engl^Fren^Ger  or  Spahish-LA). 
1 and  2 Switch  scqnnihg 
Leoms  new  words  automoticaliy! 


2 Built-in  Switches 
(Uft  & Right  nuniscbultons)  . . , , 

Att;K.h  I or  2 

OmIMoum  V, 

indudtdHOta  ^4 

Connect  to 
Scruil  l\»rt 


4 


$795 

Cwnptetal 


Gus  Communications  Inc.,  P.O.  Box  4362,  Blaine,  WA  98231-4362 
Phono:(604)  279-0110  Fax:(604)  279-8474 
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('oil  versa  lion  SiyJ'l \vare  for 
Real  (Somnitt/i icat ion 


Talk:Abouf 

AAC  solution  for  your  Macintosh® 

New  Era  for  Non-Speaking  Persons 

• conversation  foundation 

• fast  & efficient 

-share  opinions  and  stories 

DON  JOHNSTON  800.999.4660  USA  CANADA 

imyiiiiiimimsi  708.526.2682  usa  global 

<3:all  for  a demonstration  dislc 
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FUN  WHEELER 

Take  your  child  for  a DELIGHTFUL,  effortless  ride  on  the  beach,  through 
the  woods,  over  nature  traits,  and  all  those  places  a wheelchair  can  not  go. 
With  the  special  patented  soft  plastic  pneumatic  wheels  on  the  FUN 
WhlEELER,  sand  or  uneven  terrain  is  as  EASY  to  traverse  as  concrete! 
WE  GUARANTEE  IT !! 

• Ciuric  Scat  byTutnablefonns*  easily  attaches  for  added  postural  support 

• Adjustable,  detachable  handle 

• Adjustable  length 

• Disassembles  simply  w/o  tools  for  convenient  tran'*|xirt 
Inquire  about  our  S|H)ft  Wheeler  tor  teens  and  adults! 

1-8(0-888-1880 

Office  804-46M 122  • Fax  804-461-0383 

Repnnled  By  permsSfOn  of  J.A.  Presten 
Corpcralion  1990.  Bisse!  Heallhcaro  Corporation 

^ — 


571 1 A Sellqer  Drive.  Dept.  E. 
NorfoTk.  VA  23502 
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Therapy  Ball  Specialist 


FilBalPMviMiin8S$& 
eonditioning  exercises. 
For  all  ages  & most  abilifles 
1 hour  vidso  $30 

BENEHTS:  Safe  & Effective. 
Low-impact  aerobics 
Stretching 
Strengthening 
Improve  Postural  Control 
Improve  Balance  Skills 

7 Educational  Ball 
Videos  for  llierapists 

BOOKS 

4 on  Ball  Exercises 
2 on  Bail  Iherapy 

Mediciira^iyo)  Balls 

Sonsy  Balls  w/bumps 

3-Sezas 


Swiss  Balls  & 
Physlo-Rolls 

Gymnic  Bails  support  660 
lbs.  Sizes  from  30cm- 
120cm  $10-$80  Used  by 
therapists  for  30  yrs. 

MovIn'SIt  Air  Cushion 

Dynamics  of  a ball  while 
sitting  in  any  chairl  Use 
for  balance  exercises  or 
comfort.  $30 

Body  Horse  $40 


Best  Prices  in  the  USA!  -^BaUDynarnks 
1-800-PLA'BALL  #inteknationai= 


5+da/te=r/re0  shipping 


1616  Glenarm  PI,  Ste  # 1900 
Denver,  CO  80202 


Circle  #111 


AWESOME! 


...just  begins  to  describe  kids'  reactions 
to  tiding  the  STOP  'N  GCT  Cycle. 

There^s  never  been  a 
cycle  like  it! 

Here  are  three  great  reasons  why  a 
STEP  W GCT  is  ideal  for  your  child: 

• Patented  TVedl  Transmission” 
responds  to  your  child's  natural 
range  of  motion.  They  pedal  up  and 
down  instead  of  ‘round  & 'round! 

Easy  Balance”  Design 
provides  maximum  stability  by 
placing  your  child  within  the 
"Triangle  of  Safety." 

Theyilfeel  safe  <6  in  control! 

One  Size  Fits  All!  No  need 
for  complicated  sizing  and 
measuring.  Kids  from  60 
pounds  and  up  can  easily  ride 
STEP  W GO.”  The  rugged 
design  and  affordable  adapta- 
tions mean  iheyTl  never 
outgrow  the  fun  of  a 
STEP  TV  GCr  Cycle! 


30  Day  At  Home  Trial 


Call  Us  Today  for 
Complete  Information 
1^1- Class  Mail 
1-800.648-7335 

(802)425*2264  Ext.  254 


STEP  W GO  Cycles 

Treadle  Power,  Inc.,  P.O.  Box  l?0.  Cedar  Beach  Rd.,  Charlotte.  Vr  0544.S 


o 

ERIC 


CIrcte  # 125 


T 


A community  of  alternatives  for  children, 
adolescents  and  adults  who  may  be  physically, 
mentally,  or  medically  challenged. 


M 

E 


Approved  Private  School 
(Extended  School  Year) 

Summer  Activity  Program 

Adult  Vocational  and  Day 
Programs 


Physical  and  Speech  Therapies 
Occupational  Therapy 
M Aquatic  Therapy 

Therapeutic  Horsemanship 
24-Hour  Nursing 
Personal  Care  Homes 
Residential  Cottages 


A 

R 


K 


Respite  Care 

Center  For  Independent  Living 


Home  of  ‘TAe  Country  Garden  Guild* 
and  **The  JoybeUs” 

Way  land  Road,  Berwyn,  PA  19312 
Phone  (610)353-1726 
Fax  (610)  353-8528 
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Augmentative  and  Alternative 

rp/7fe  is  an  index  of  articles  which 
1 appeared  in  1994  monthly  issues 

Communication  Devices 

(See  also:  Communication,  Technology) 

of  Exceptional  Parent.  Although  all  arti- 

O Augmentative  and  Alternative 

cles  are  of  interest  to  both  educators 

Communication  Devices 

..Jun  51 

and  health  care  professionals,  those 
articles  of  special  interest  to  these  two 
groups  of  readers  have  been  marked 

O Augmentative  and  Alternative 
Communication  Devices, 

Manufacturers  of 

O Health  Insurance  Troubleshooter: 

..Jun  51 

fai  = educators;  > = health  care  pro- 

Coverage  for  Augmentative 

ressionais;  0= both) 

Communication  Devices 

..Nov  68 

^ Real  People,  Real  Technology, 

ABIEDATA  (See  also:  New  Products) 

Real  Solutions 

..Nov  21 

The  ABLEDATA  Database 

Role  Models:  Walsh,  Robert 

of  Assistive  Technology 

Mar  56 

A journey  to  communication  with 

Accessibility 

assistive  technology 

..Nov  37 

Buying  and  Converting: 

^ Toe  Few  Exceptions  to  the  Rule 

...Nov  31 

Vans  and  lifts 

.Dec  45 

Autism 

Environmental  Controls 

.Nov  51 

+ Brain  Differences  in  Autism 

..Mar  66 

Special  Bathrooms 

.Aug  45 

An  Exceptional  Visit  to  Disney 

...Apr  25 

Step  by  Step;  Creating  no-step 

'mlhe  First  Day  of  School 

,..Sep  35 

entrances 

.Oct  59 

Not  For  a Nickel  and  a Dime 

....Jul  42 

ADA  (See;  Americans  with  Disabiiities  Act,  The) 

Oh  Brother! 

....Jul  68 

ADD  (See;  Attention  Df-.flcit  Disorder) 

Adolescence  (See;  Teens) 

Song  of  Light 

...Nov  45 

Advocacy  (See  also:  National  Parent  Network 

Bathrooms 

on  Disabilities) 

0 Bathroom  Access  Aids, 

From  Rage  to  Reform:  What  Parents 

Manufacturers  of 

...Aug  47 

Say  About  Advocacy 

.May  49 

Special  Bathrooms 

...Aug  45 

♦ The  Parent  and  Professional  Alliance 

Bereavement 

Program 

■Aug  26 

Remembering  Daniel 

...Jun  68 

Adrenoleukodystrophy  (See;  Leukodystrophy) 

Remembering  Jordie 

Oct  4 

Agenesis  of  the  Corpus  Callosum 

Blindness  (See;  Visual  Impairments) 

If  I Could  Give  the  World  a Gift 

.Dec  68 

Books  (See  also;  Media) 

Angelman  Syndrome 

Count  Us  in:  Growing  up 

Crying  Can  Make  You  a Better  Man 

,.May  47 

with  Down  syndrome 

....Apr  17 

Alliance  for  Technology  Access 

Honor  Thy  Son 

Jul  44 

(See  also:  Technology) 

SiBSHOPS:  Workshops  for 

^ Alliance  for  Technology  Access 

Siblings  of  Children  with 

Centers 

..Nov  26 

Special  Needs 

...Sep  47 

^ Alliance  For  Technology  Access 

1 o When  Young  Children  are  injured . . 

...Dec  56 

Update 

..Nov  26 

Brooks,  Garth 

Standing  Outside  the  Fire 

Computer  Resources  for  People 

with  Disabilities Sep  61 

.No  29 

music  video 

...Sep  72 

Reai  People,  Real  Technology, 

Real  Solutions 

..Nov  20 

Camps,  Summer 

Americans  with  Disabilities  Act,  The 

Seiecting  a 

...Mar  55 

Loving  Justice:  The  ADA  and 

Cargnel,  Stefano  (see  Role  Models) 

the  Religious  Community 

..Dec  43 

Cerebral  Palsy 

Arts,  The 

All  in  the  Family 

....Apr  22 

•ft  The  Arts  and  Disability 

..May  33 

The  Biggest  Game 

....Oct  55 

^ The  Sky  Is  the  Limit 

..May  36 

A Date  to  Remember 

Jul  24 

Ask  The  Doctor 

Dear  Timmy 

....Sep  53 

♦ Flu  & Pneumonia  Vaccines 

..Nov  19 

♦ A Few  Miles  on  the  01'  Rocker  .... 

....Dec  18 

♦ Incontinence 

....Jul  50 

Grieving  a Dream 

Oct  26 

♦ Irritability 

...Oct  16 

O I'm  Bryan's  Dad  and  Part 

♦ Nutrition  and  Growth 

..Aug  18 

of  His  Team 

....Feb  28 

♦ Respiratory  Problems 

..Sep  22 

^ Real  People,  Real  Technology, 

♦ Transition  to  Oral  Feedings; 

Real  Solutions 

....Nov  20 

Felbamate 

..Dec  50 

Role  Models:  Rousso,  Harilyn 

Assistive  Technology  (See;  Technology) 

Sex,  Lives  and  Disability 

Oct  23 

Attention  Deficit  Disorder 

n,  Role  Models:  Walsh,  Robert 

(See  also:  Learning  Disabilities) 

A journey  to  communication 

Listening  to  Learn 

...Apr  46 

with  assistive  technology 

....Nov  37 

^ Too  Few  Exceptions  to  the  Rule.... 

....Nov  31 

( 
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Child  Care 

What  Happens  Next? Sep  80 

Who  Cares  for  the  Chilaren  with 

Chronic  Illness  and  Disability? Sep  77 

A Working  Together  Checklist  (Provider. 

Family  & Early  Intervention) Sep  80 

Children’s  Page 

Friends  and  Classmates Feb  61 

Having  a Sister  with  a Disability Apr  68 

If  I Could  Give  the  World  a Gift Dec  68 

Joseph Nov  76 

♦ Living  with  Moebius  Syndrome Aug  68 

My  Brother May  68 

My  New  Brother Oct  84 

My  Twin  Sister Mar  78 

Oh  Brother! Jul  68 

Remembering  Daniel Jun  68 

Chronic  Illness  and  Disability, 

Center  for  Children  with 

♦ Cnildren's  Health  Notes Mar  51 

♦ Children's  Health  Notes Sep  77 

Coffin-Lowry  Syndrome 

My  Brother May  68 

College  Education 
Role  Models:  Kemp.  John 

Part  II:  Meeting  the  public Aug  34 

Role  Models:  Heumann.  Judy 
Part  I:  Growing  up  with 

a disability Feb  30 

Role  Models:  Mili.^r,  Carrie 
Harvard  student-athlete  talks 

about  growing  up  deaf Jun  18 

Role  Models:  Nemeth.  Abraham 
Creator  of  Nemeth  code 

for  Braille  mathematics Sep  31 

^ Role  Models:  Walsh,  Robert 
A journey  to  communication 

with  assistive  technology Nov  37 

Communication  (See  also:  Technology) 

O Augmentative  and  Alternative 

Communication  Devices Jun  51 

O Augmentative  and  Alternative 
Communication  Devices. 

Manufacturers  of Jun  51 

O HEALmlNSi'RANCE  Troubleshooter: 

Coverage  for  Augmentative 

Communication  Devices Nov  68 

^ Real  People.  Real  Technology. 

Real  Solutions Nov  21 

^ Role  Models:  Walsh.  Robert 
A journey  to  communication 

with  assistive  technology Nov  37 

^ Too  Few  Exceptions  to  the  Rule Nov  31 

Computers  (See:  Technology. 
Telecommunications) 


Cushions  (See:  Seating  and  Positioning) 
Cycling  (See:  Recreation) 

Dating 

A Date  to  Remember Jul  24 

Deafness  (See  Hearing  Impairments) 

Death  (See:  Bereavement)  ■ 

Dental  Care 

♦ Growth  and  Development 

Checklist Sep  5o 


♦ Part  I:  Preventing  Dental  Disease 


with  Daily  Oral  Care Aug  38 

♦ Part  11:  Brushing,  Flossing  and 

Rinsing Sep  57 

. ♦ Part  III:  A Visit  to  the  Dentist Octet 

♦ Part  IV:  Common  Pediatric 

Dental  Problems Nov  53 

♦ Special  Children  are  at 

Greater  Risk Aug  39 

Directories 

^ Alliance  for  Technology  Access 

Centers Nov  26 

O Augmentative  and  Alternative 
Communication  Devices, 

Manufacturers  of Jun  51 

O Bathroom  Access  Aids, 

Manufacturers  of Aug  47 

Commercial  Online  Services Jun  37 

Cycle  and  Cycle  Accessory 

Manufacturers Apr  52 

DIsability-Related  Electronic  Bullitin 

Boards Jun  43 

O Disability-Reiated  Internet 

Mailing  Lists Jun  42 

15^  Early  Intervention  Contact  Persons, 

State-by-State Feb  21 

Faith  Group  Resources Dec  38 

♦ incontinence  Products, 

Manufacturers  of Aug  50 

15?  Lekotek  and  Compupiay  Sites Oct  48 

Racing  Wheelchairs  for  Children, 

Manufacturers  of May  52 

Recreation  Resources May  54 

> Seating  and  Positioning  Equipment 

Manufacturers Feb  46 

Special  Olympics  State  Chapters May  57 

Travel  Resources Apr  28 

♦ Wheelchair  Manufacturers Mar  37 

Disability  Awareness 

15?  All  Children  Belong Jul  36 

15?  Friends  Who  Care May  63,  Oct  33 

In  Defense  of  My  Daughter Mar  47 

Down  Syndrome 

Cut  From  the  Same  Bolt  of  Cloth Sep  55 

In  Defense  of  My  Daughter Mar  47 

15?  A Graduation  for  Two Feb  25 

Honor  Thy  Son Jul  44 

Kate's  Song Jun  22 

15?  Making  Inclusion  Work Sep  43 

Mimi,  My  Friend Aug  23 

My  New  Brother Oct  84 

15?  Kingsley,  Jason  and  Mitchell  Levitz: 

Young  authors  challenge  stereotypes 

and  misconceptions Apr  17 

Sense  of  Humor  Required Apr  32 

Standing  Outside  the  Fire  music 

video Sep  72 

Early  Intervention 

15?  A Graduation  for  Two Feb  25 

15?  National  Overview Feb  18 

15?  Parent-professional  perspectives Feb  23 

^ State-by-State  Directory Feb  21 

Editorials 

♦ Health  Care  Reform Feb  33 

^ Inclusion:  Rhetoric  and  Reality Apr  39 

^ Too  Few  Exceptions  to  the  Rule Nov  31 


O 


Education  (See  also:  College  Education. 

Educational  Choice,  Inclusion) 

•ft?  1994  Educational  Program 

Awards Sep  36-44 

15?  All  Children  Belong Jul  36 

15?  Court  Backs  Private  School  Choice  ...Feb  59 
15?  Department  of  Education  Upholds 

Right  to  Privacy Apr  51 

15?  Disabilities,  Opportunities,  Internetworking 

&Technology=D0‘IT Nov  33 

15?  Friends  Who  Care Oct  33 

15?  Inclusion  and  Ideology Sep  39 

•ft?  inclusion:  Rhetoric  and  Reality Apr  39 

•ft?  Inclusion:  What  It  Is,  What  It’s  Not, 

and  Why  It  Matters Sep  36 

•ft?  Listening  to  Learn Apr  46 


15?  Making  Inclusion  Work Sep  43 

15?  A National  Agenda  For  Achieving 

Better  Results Sep  41 

15?  Options Jul  55 

15?  Research:  Are  They  Ready  to  Teach 

Our  Kids? Dec  54 

•ft?  Role  Models:  Heumann,  Judy 
Part  il:  OSERS  chief  discusses 

her  vision  for  the  future Mar  59 

15?  Riding  the  Bus May  42 

•ft?  Senate  Adopts  Dole  Amendment 

to  GOALS  2000  Bill Mar  80 

15?  Students  With  Disabilities  In  Regular 

Classes Feb  59 

Educational  Choice 

15?  Court  Backs  Private  School  Choice  ...Feb  59 

•ft?  inclusion:  Rhetoric  and  Reality Apr  39 

15?  Options Jul  55 

Employment 

•ft?  Career  Planning  for  People  with 

Visual  Impairments Jun  63 


15?  Disability  Really  Isn't  That  Romantic... Jul  46 
Environmental  Controls  (Lee:  Accessibility) 
Epilepsy  (See:  Seizures) 


Fathers’  Voices 

The  Biggest  Game Oct  55 

Crying  Can  Make  You 

a Better  Man May  47 

Dear  Timmy Sep  53 

..a 


Dreams Apr  44 

♦ Fathers  are  Caregivers,  Too! Aug  43 

♦ A Few  Miles  on  the  OF  Rocker Dec  1 8 

O I’m  Bryan’s  Dad  and  Part  of 

His  Team Feb  28 

Not  For  a Nickel  and  a Dime Jul  42 

Rachel,  Say  "Hi'’ Mar  62 

What’s  a Tough  Guy  to  Do? Jun  45 

A Whole  New  Ballgame Nov  55 

Feminism 

15?  Role  Models:  Rousso,  Harilyn 

Sex,  Lives  and  Disability Oct  23 

Gardening  (See:  Recreation) 

Grief 

Crying  Can  Make  You  a Better  Man  ...May  47 
Dreams Apr  44 

♦ Grieving  a Dream Oct  26 

Remembering  Daniel Jun  68 

Health  Care,  Education 

♦ The  Parent  and  Professional  Alliance 

Program Aug  26 

♦ A Bit  of  Teenage  Savvy Aug  30 

Health  Care,  Funding 


♦ Do  You  Know  Who  Pays  the  Bills? .. . .Mar  52 
Health  Care,  Policy 

♦ Collaborating  to  Influence  the 

Health  of  Children Mar  51 

Health  Care,  Reform 

♦ Action  Alert Feb  35 

♦ Editorial  Report Feb  33 

♦ Empowering  People  with  Disabilities 

and  Their  Families Jun  47 

♦ Health  Care  for  Ail— Now  or  Never!  ..Apr  56 

♦ Health  Care  Reform  Misses  Persons 

with  Disabilities Feb  41 

♦ Home  Stretch  for  Health  Care 

Reform Jun  56 

♦ One  Child’s  Profile Feb  42 

♦ Riding  the  Health  Care  Roller 

Coaster Feb  36 

♦ A Window  of  Opportunity Mar  54 

Health  Care,  Services 

♦ A Bit  of  Teenage  Savvy Aug  30 

♦ Collaborating  to  Influence  the  Health 

of  Children Mar  51 

♦ Developing  a Service  Provision 

Report  Card Jul  56 

♦ The  Hassle  Factor Mar  53 

♦ The  Parent  and  Professional  Alliance 

Program.... Aug  26 

Health  Insurance  (See  also:  Health  Insurance 
Troubleshooter) 

♦ Do  You  Know  Who  Pays  the  Bills?  ....Mar  52 
Health  Insurance  Troubleshooter 

O Coverage  for  Augmentative  Communication 


Devices Nov  68 

♦ Funding  Power  Wheelchairs Oct  20 

♦ Insurance  coverage  for  Incontinence 

Products Aug  57 

♦ Introducing  the  Troubleshooter Jul  16 

♦ Finding  Your  Way  Through  the 

Medicaid  Maze Sep  26 

♦ Medicaid  and  HMOs Dec  52 

Nearing  Impairments 

15?  Role  Models:  Miller,  Carrie 

Harvard  student-athlete  talks 
about  growing  up  deaf Jun  1 8 
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Voice  Output  Keyboard 
Innovations  f<xr  Beginners 


^ ^ ^ 
C'l  ivj  n i:i  fi  n iQ  n oo  la  b 6 
fJ  f-i  14  ti  C4  c(  n n n H m 
' B u » M Pi  la  Cl  I7J  a ■ ra  ■ 

a Q .IBM  iQ.ra  u &] 


Franklin  Electronic  Publishers’ 

Language  Master  6000 
SPECIAL  EDITION:  $490.00 

• Designed  for  Special  Needs  Users 

• Keyguard  $30.00  Pouch  $26.00 

• Picture  Communication  Book:  $86.00 


Communication  System 

155  East  Broad  St.  S-325 
Rochester.  NY  14604 
(800)  724-7301  for  video  loan 


The  Guided  Tour’s 

CAMP  LEE  MAR 

SUMMER  CAMP  AND  SCHOOL 
FOR  PERSONS  WITH  LEARNING 
AND  DEVELOPMENTAL 
CHALLENGES 

-i3rcl  year  of  camp  leadership  in  heauli- 
ful  Pocono  Mins.  Co-cd  S-21.  balanced 
program  geared  to  individual  needs  of 
campers.  AcademU  s,  speech  ik  lan- 
guage therapy,  social,  motor  8c  percep- 
tual training,  daily  living  skills,  plus 
innovative  recreational  8c  athletic  acrivi- 
lies.  Call  or  write  for  BROCHliRE 
describing  unique  program  acclaimed 
by  parents  and  educators. 

Mr.  Arfel  J.  Segal,  MSW,  LSW 
Ms.  Lee  Morrone,  MA,  MS 
ami 

Yt^AR- ROUND  travel  and  vacation 
experiences  since  1972  for  persons 
17  years  and  older  with  developmental 
challenges. 

THE  GUIDED  TOUR,  Inc. 

7900  Old  York  Rd.,  Suite  114-B 
Elkins  Park,  PA  19027-2339 
(215)  782-1370  FAX:  (216)  635-2637 
1-800-783-5841 


1994  INDEX 


Neumann,  Judy  (see  Role  Models) 

Humor 

The  Dangerous  Yew Jul  20 

The  Helmet Feb  39 

Lost  In  the  Mall! Mar  45 

Sense  of  Humor  Required Apr  32 

Inclusion  (See  also:  Education,  Religion) 

^ All  Children  Belong Jul  36 

^ The  First  Day  of  School Sep  35 

^ Friends  and  Classmates Feb  61 

^ Friends  Who  Care May  63,  Oct  33 

^ Inclusion  and  Ideology Sep  39 

Inclusion:  Rhetoric  and  Reality Apr  39 

^ Inclusion:  What  It  Is,  What  It’s  Not, 

and  Why  It  Matters Sep  36 

^ Making  Inclusion  Work Sep  43 

^ A National  Agenda  For  Achieving 

Better  Results Sep  41 

^ Options Jul  55 

^ Role  Models:  Kemp,  John 

Part  I:  Growing  up  with  inclusion. .Jul  34 
^ Students  With  Disabilities  In  Regular 


Circle  # 40 


Circle  # 136 


Haverich  Ortho-Sport  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


' 


i Europe’s  leading  line  of  specialized 
"{bicycles,  tricycles  and  tandems 
how  available  in  North  America 
r.Steel  frame.  Duel  caliper,  drum 
hnd  coaster  brakes  available. 

V 4 Parking  brakes  standard, 
viatest  styling  and  wide 
choice  of  colour 
r ^combinations. 

Mo^  ffian  30  specially 
accessories  to 
^ every  need. 


Classes 

...Feb  59 

Income  Tax 

Guide  to  Preparing 

...Feb  55 

Incontinence 

♦ Ask  The  Doctor;  Questions  About 

Incontinence .’.... 

Jul  50 

♦ Incontinence  Resources 

...Aug  50 

♦ Incontinence  Products, 

Manufacturers  of 

...Aug  50 

♦ Health  Insurance  Troubleshooter: 

Insurance  coverage  for 

Incontinence  Products 

...Aug  57 
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Insurance  (See:  Health  Insurance) 

Irritability  (See:  Ask  the  Doctor) 

Kemp,  John  (See:  Role  Models) 

Kingsley,  Jason  (See:  Role  Models) 

Learning  Disabilities 

-fit  Research:  Are  They  Ready  to  Teach 

Our  Kids? Dec  54 

-fit  Listening  to  Learn Apr  46 

Legislation  (See  also:  Health  Care,  Reform; 
National  Parent  Network  on  Disabilities) 

Crime  Bill Jun  55 

Family  Support Jun  55, 56 

-fit  Reauthorizatlon  of  the  Individuals 

with  Disabilities  Education  Act Jun  55 

-fit  Senate  Adopts  Dole  Amendment 

to  GOALS  2000  Bill Mar  80 

Lennox-Gastaut  Syndrome 

♦ Ask  the  Doctor:  Felbamate Dec  50 

Leukodystrophy 

♦ ALD — Balancing  Hope  Against 

Reality Feb  53 

What’s  a Tough  Guy  to  Do^ Jun  45 

Levitz,  Mitchell  (See:  Role  Models) 

fit  articles  of  interest  to  educators; 

♦ articles  of  interest  to  health  care  professionals: 
O articles  of  interest  to  both 
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Limb  Anomalies 

^ Role  Models:  Kemp,  John 

Part  I:  Growing  up  with  inclusion. ..Jul  34 


Part  II:  Meeting  the  public Aug  34 

Media 

Computer  Resources  for  People 

with  Disabilities Sep  61 

Honor  Thy  Son Jul  44 

Loving  Justice:  The  ADA  and  the 

Religious  Community Dec  43 

That  All  May  Worship Dec  43 


Medicaid  (See:  Health  iNSUfvvNCE 
Troubleshooter) 

Miller,  Carrie  (See:  Role  Models) 

Minorities 

Parent  Case  Management  for 


People  of  Color Aug  56 

Mobility  (See  also:  Wheelchairs) 

Buying  and  Converting:  Vans 

and  lifts Dec  45 

♦ Doing  What  Works  Best Mar  1 8 

Lost  In  the  Mall! Mar  45 

♦ Powered  Mobility  for  Your  Child? Mar  33 

♦ Wheeled  Mobility  Selection:  A Guide 

for  Parents Mar  23 

Moebius  Syndrome 

♦ Living  with  Moebius  Syndrome Aug  68 

National  Parent  Network  on  Disabilities 
(NPND) 

Networking Feb  41 

Networking Apr  55 

Networking Jun  55 

Networking Aug  55 

Netv^orking Oct  77 

Nutrition  (See:  Ask  the  Doctor) 


Opinion  (See:  Editorials,  Point  of  View) 


Parent-Professional  Relationships 

♦ Developing  a Ser\'ice  Provision 

Report  Card Jul  56 

O rm  Bryan's  Dad  and  Part  of 

His  Team Feb  28 

♦ Fathers  are  Caregivers,  Tool Aug  43 

♦ The  Parent  and  Professional  Alliance 

Program Aug  26 

Parenting  (See  also;  Father's  Voices) 

All  in  the  Family Apr  22 

Cut  From  the  Same  Bolt  of  Cloth Sep  55 

The  Dangerous  Yew Jul  20 

^ Disability  Really  Isn’t  That  Romantic... Jul  46 

♦ Doing  What  Works  Best Mar  1 8 

An  Exceptional  Visit  to  Disney Apr  25 

A Father's  Gift May  19 

The  First  Day  of  School Sep  35 

♦ The  First  Time Jul  31 

For  the  Love  of  Peter Dec  41 

Forrest  Pumps:  A sound-activated 

water  gun  needs  no  adaptations  .Oct  40 

A Graduation  For  Two Feb  25 

Grieving  a Dream Oct  26 

The  Helmet Feb  39 

In  Defense  of  My  Daughter Mar  47 


Kate’s  Song 

Jun  22 

^ Listening  to  Learn 

Apr  46 

Lost  In  the  Mall! 

Mar  45 

MImi,  My  Friend 

Aug  23 

Peter’s  Garden .■ 

May  22 

^ Riding  the  Bus 

May  42 

+ Riding  the  Health  Care 

Roller  Coaster 

Feb  36 

Sense  of  Humor  Required 

Apr  32 

Song  of  Light 

Nov  45 

Play  (See:  Toys) 

Point  Of  View 

15^  Disability  Really  Isn’t  That  Romantic...Jul  46 

Our  Civil  War  Over  Residential  Care. .Mar  72 
Positioning  (See:  Seating  and  Positioning) 


Products,  New 

O New  Products Apr  54 

O New  Products May  65 

O New  Products Jun  65 

O New  Products Jul  65 

O New  Products Aug  64 

O New  Products Sep  76 

O New  Products Oct  80 

O New  Products Nov  73 

O New  Products Dec  47 

O New  Products:  Toys Oct  52 


A child’s  well-being  is 
a sacred  trust. 

We  work  to  earn  that  trust  by  providing  a pediatric  team 
which  includes  board  certified  pediatricians  in  almost 
every  known  specialty.  That  is  one  reason  why  we  were 
designated  by  the  State  of  New  Jersey  as  the  Children’s  Hospital 
for  Bergen,  Morris,  Passaic,  Sussex,  and  Warren  counties. 

Our  Pediatric  Services  include... 


• Atlol%Jscent  Medicine 

• Apnea  Center 

• Bronchopulmonary 
Dysplasia  Treatment 

• Child  Development 
Center 

• Child  Life  Specialist 
Service 

• Children  and  Youth 
Program 

• Craniofacial  Center 

• Diabetic  Care 

• Early  Intervention 
Program  (EIP) 

• Genetics 

• Maternal/Infant 
Transport  Service 


• Myelomeningocele  • 

Treatment  • 

• Neonatal  Intensive  Care 

• Neonatology  • 

• Pediatric/Adolescent  • 

Psychiatry  • 

• Pediatric  Allergy/ 

Immunology  • 

• Pediatric  Anesthesiology  • 

• Pediatric  Cardiology 

• Pediatric  Dialysis  • 

• Pediatric  Endocrinology  • 

• Pediatric  Gastroenterology  • 

• Pediatric  Infectious  • 

Diseases 

• Pediatric  Intensive  Care  • 

• Pediatric  Nephrology 


Pediatric  Neurology 
Pediatric  Nutrition 
Program 

Pediatric  Ophthalmology 
Pediatric  Pulmonology 
Pediatric  Residency 
Program 

Pediatric  Rheumatology 
Pediatric  Subspecialty 
Clinics 

Pediatric  Surgery 
Pediatric  Urology 
Perinatology 
Regional  Perinatal 
Cente.r 

Swallowing  Center 
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A SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT 

READERS!  This  Reply  Card  enables  you  to  receive 

FREE  inforrr''tion  about  products  and  services  seen 

in  Exceptional  Parent 

How  to  use  this  service: 

1.  Locate  the  number  at  the  bottom  of  each  ad  or 
Product  & Service  listing  or  refer  to  the  Directory  of 
Advertisers. 

2.  Circle  the  numbers  on  the  Reply  Card  that  corre- 
spond to  the  companies  or  products  about  which  you 
would  like  to  receive  free  liierature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail 
the  postage-paid  ca[6.  You  will  receive  free  literature 
from  each  company  for  which  you  circled  a number. 

4.  If  both  Reply  Cards  have  been  removed  from  this 
issue,  just  call  or  write  to  the  cor  :anies  directly.  Be 
sure  to  tell  them  you  saw  their  ad  in  Exceptional 
Parent! 
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(8001  247-8080 
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vides important  information  for  consumers.  The  accep- 
tance of  advertising  in  Exceptional  Parent  (\oes  not  con- 
stitute nor  imply  endorsement  by  Exceptional  Parent 
magazine,  its  editors  or  its  Editorial  Advisory  Board. 

Readers  need  to  consult  with  trusted  clinicians  to  deter- 
mine the  appropriateness  of  products  or  services  for 
their  specific  needs. 

EDITORIAL  INFORMATION:  Contact  Dr.  Stanley  Klein, 
Exceptional  Parent  209  Harvard  Street.  Suite  303, 

Brookline  MA  02146-5005.  Return  postage  must 
accompany  all  manuscripts,  drawings  and  photographs 
submitted.  Publisher  assumes  no  responsibility  for 
unsolicited  material. 

PHOTOCOPYING:  Nothing  may  be  reprinted  in  whole  or 
In  part  without  written  permission  from  the  publisher. 
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code  for  users  of  the  iransactional  Reporting  Service  is:  ' 
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Pyruvate  Dehydrogenase  Deficiency 


Remembering  Daniel 

...Jun  68 

Recreation  (See  also:  Arts,  Vacation) 

^ The  Arts  and  Disability 

..May  33 

Cycling 

...Apr  52 

Gardening  is  for  Everyone! 

..May  24 

A Father's  Gift 

..May  19 

Fishing  Has  No  Boundaries 

...Mar  80 

•SK  Meeting  the  Chalienge;  The  President's 

Council  on  Physical  Fitness 

...May  38 

Peter’s  Garden 

...May  22 

Racing  Wheeichairs  for  Chiidren .... 

...May  52 

Racing  Wheelchairs  for  Children, 

Manufacturers  of 

...May  52 

Recreation  Resources 

...May  54 

^ Role  Models:  Cargnel,  Stefano: 

Becoming  a contender 

...May  28 

^ Role  Modus:  Miller,  Carrie 

Harvard  student-atlilete  talks 

about  growing  up  deaf 

....Jun  18 

Selecting  A Summer  Camp 

...Mar  55 

Special  Olympics  State  Chapters .. 

...May  57 

’fi^The  Sky  is  the  Limit 

...May  36 

Standing  Outside  the  Fire 

music  video 

....Sep  72 

Religion 

Advocating  for  Access 

....Dec  33 

^ Catholic  Life  for  Children 

with  Disabilities 

....Dec  26 

Faith  Group  Resources 

....Dec  38 

ForThe  Love  of  Peter 

....Dec  41 

^ A Jewish  Education  For  Every  Child. .Dec  29 
Loving  Justice.  The  ADA  and  the 

Religious  Community Dec  43 

Religious  Participation  For  All Dec  22 

Role  Models:  Mulzet,  Jimmy 
A dream  of  meeting  the  Pope 

comes  true Dec  35 

That  All  May  Worship Dec  43 

^ Toward  a More  Inclusive  Protestant 

Sunday  School Dec  31 

Vignettes:  Stories  of  individual  children’s 

religious  participation Dec  23-40 

Research 

♦ Adrenoleukodystrophy — Balancing  Hope 

Against  Reality Feb  53 

^ Are  They  Ready  to  Teach  Our  Kids?. .Dec  54 

♦ Brain  Differences  in  Autism Mar  66 

From  Rage  to  Reform:  What  Parents 

Say  About  Advocacy May  49 

Residential  Care  (See  also:  Educational 
Choice) 

Our  Civil  War  Over  Residential  Care. .Mar  72 
Respiratory  Problems  (See:  Ask  the  Doctor) 

Role  Models 

^ Cargnel,  Stefano:  Becoming 

a contender May  28 

^ Neumann,  Judy 

Part  1:  Growing  up  with 
a disability Feb  30 


^ articles  of  interest  to  educators; 

♦ articies  of  interest  to  heaith  care  professionals, 
O articles  of  interest  to  both 


Part  II:  OSERS  chief  discusses 

her  vision  for  the  future Mar  59 

^ Kemp,  John 

Part  I;  Growing  up  with  inclusion  ..Jul  34 

Part  11:  Meeting  the  public Aug  34 

^ Kingsley,  Jason  and  Mitchell  Levitz: 

Yoijng  authors  challenge  stereotypes 

and  misconceptions Apr  17 

^ Miller,  Carrie:  Harvard  student-athlete  talks 

about  growing  up  deaf Jun  18 

Mulzet,  Jimmy:  A dream  of  meeting 
the  Pope  comes  true Dec  35 


^ Nemeth,  Abraham:  Creator  of  Nemeth 

code  for  Braille  mathematics Sep  31 

^ Rousso,  Harilyn:  Sex,  Lives  and 

Disability Oct  23 

^ Walsh,  Robert:  A journey  to  communication 

with  assistive  technology Nov  37 

Rousso,  Harilyn  (See:  Role  Models) 
Rubinstein-Taybi  Syndrome 

Having  a Sister  with  a Disability Apr  68 

School  (See:  College  Education,  Education, 
Educational  Choice,  Inclusion) 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple... the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  aash  stories.  One 
grateful  father  in  Louisiana  sent  a picture  of  his  badly  crumpled  van  and  said, 
"My  4-year*old  son  escaped  without  a saatch,  did  not  even  break  his  glasses." 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a wonderful  car 
seat!  I really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  5, 1991,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a healthy  65 
poimds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely." 

Our  years  of  real  world 
experience  give  you 
peace  of  nund 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it’sUght- 
weight,  easy  to  use, 
good-looking  and 
easy  to  care  for! 


Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 


The  Columbia  Car  Seat  is  your  best  value! 

• The  LIGHTEST  special  car  seat-easy  to  handle! 

• Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

• EXCEEDS  all  Federal  safety  standards! 

• Approved  for  car,  school  bus  and  even  airplane  travel! 

• Fits  your  choice  of  4 stroller  bases! 


MIlDICAI 
MI  C.  COKI’ 


(80.0)  •45i-66  i2 
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Schools,  Private  (See;  Educational  Choice, 


Residential  Care) 

Seating  and  Positioning 

♦ Cushions,  Directory  of 

Manufacturers Mar  41 

♦ Purchasing  Seating  Equipment: 

Tips  for  Parents Feb  45 

♦ Seating  and  Positioning  Equipment, 

Directory  of  Manufacturers Feb  46 

Seizures 

♦ Ask  the  Doctor:  Felbamate Dec  50 

♦ The  First  Time Jul31 

Sexuality 

^ Charting  the  Course Jul  53 

^ Living  the  Course Jul  54 

^ Roif  Models:  Rousso.  Marilyn 

Sex,  Lives  and  Disability Oct  23 

Sibling,  Death  of 

Remembering  Daniel Jun  68 

Siblings 

Having  a Sister  with  a Disability Apr  68 

If  1 Could  Give  the  World  a Gift Dec  68 

Information  Needs  of  Siblings Dec  49 

Joseph  Nov  76 

Mimi,  My  Friend Aug  23 

More  Sibling  Concerns Nov  49 

My  Brother May  68 

My  New  Brother Oct  84 

My  Twin  Sister Mar  78 

Oh  Brother! Jul  68 

Remembering  Daniel Jun  68 

SIBSHOPS:  Workshops  for  Siblings 

of  Children  with  Special  Needs  ...Sep  47 

Sibling  Concerns Oct  53 

Social  Skills 

A Date  to  Remember Jul  24 

^ Living  the  Course Jul  54 

^ Role  Models:  Rousso,  Marilyn 

Sex,  Lives  and  Disability Oct  23 

Special  Olympics 

(See:  Directories,  Recreation) 

Spina  Bifida 

♦ Doing  What  Works  Best Mar  18 

♦ One  Child’s  Profile Feb  42 

Sports  (See;  Recreation) 

SSI  Benefits 

^ Disability  Really  Isn’t  That  Romantic... Jul  46 

Positive  SSI  Stories Aug  55 


Step-Families 

My  New  Brother Oct  84 

Technology  (See  also;  Telecommunications) 

The  ABLEDATA  Database  of 

Assistive  Technology Mar  56 

^ Alliance  for  Technology  Access 

Centers Nov  26 

^ Alliance  For  Technology  Access 

Update Nov  26 

^ Computer  Resources  for  People 

with  Disabilities Sep  61 , Nov  29 

^ Disabilities,  Opportunities,  Internetv/orking 

&Technology=DO'IT Nov  33 

O Health  Insurance  Troubleshooter: 

Coverage  for  Augmentative 

Communication  Devices Nov  68 

^ Real  People,  Real  Technology, 

Real  Solutions Nov  20 

^ Role  Models:  Walsh,  Robert 
A journey  to  communication 

with  assistive  technology Nov  37 

^ Technology  Resources Nov  70 

-fit  Too  Few  Exceptions  to  the  Rule Nov  31 

Teens 

♦ A Bit  of  Teenage  Savvy Aug  30 

A Date  to  Remember Jul  24 

-fit  Charting  the  Course Jul  53 

1!^  Disabilities,  Opportunities,  Internetworking 

& Techno!ogy=DO-tT Nov  33 

A Father’s  Gift May  19 

^ Living  the  Course Jul  54 

^ Role  Models:  Cargnel,  Stefano: 

Becoming  a contender May  28 

1!^  Role  Models:  Miller,  Carrie 

Harvard  student-athlete  talks 

about  growing  up  deaf Jun  18 

^ Youth  Connections Jul  53 

Telecommunications  (See  also;  Technology) 

Commercial  Online  Services Jun  37 

Cruising  the  Internet Jun  39 

Disability-Related  Electronic  Bulletin 

Boards Jun  43 

O Disability-Related  Internet  Mailing 

Lists Jun  42 

Disabilities,  Opportunities.  Internetworking 

&Technology=DO-lT Nov  33 

Exceptional  Parent  eWorld  forum Jun  36 


LOblder 


Make  Life  Easier! 

NATIONAL  1ST  PLACE  WINNERl 

1-800-582-4338 


tfrt*  brochurt) 

YouTI  Appreciate  the  INDEPENDENCE! 

Lubidet  A 

(k>o4)e-day:  a toilet  attachment)  v 

Gentle,  effective,  nonintrusive  personal  cleansing. 

Warm  water  wash.  Warm  air  dry. 


Easy  to  tnatalt 
Easy  to  Um 


Lub/(/«fUSAInc:  Dtdlcat«<l  to  HtaHhy  Llfcstyitti 


Right  or  un  Hand  Us. 
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Getting  Started  with 

Telecommunications Jun  30 

Parents  Online Jun  27 

Vignettes:  Stories  of  Individual 

online  parents Jun  28-44 

Theater  (See:  Arts,  The) 

Toys 

^ The  Battery  Interupter Oct  38 

Forrest  Pumps:  A sound-activated  water 

gun  needs  no  adaptations Oct  40 

^ Lekotek  Puts  Possibilities  into  Play.... Oct  46 

Lekotek  and  Compuplay  Sites Oct  48 

New  Products:  Toys Oct  52 

Ordinary  Toys  for  Kids  with  Special  Needs 

Part  I Oct  42 

Part  11 Nov  42 

Toy  catalogs Nov  71 

Toys  For  Every  Child...; Oct  36 

-at  USA  Toy  Library  Association Oct  49 

Transition  (See  also;  Teens) 

-at  Charting  the  Course Jul  53 

TVavel  (See;  Vacation) 

Trisomy  18 
Joseph  Nov  76 
Tuberous  Sclerosis 

♦ Tuberous  Sclerosis  Gene  Identified  ...Feb  53 


Vacation 

Accessible  Orlando Apr  26 

All  in  the  Family Apr  22 

An  Exceptional  Visit  to  Disney Apr  25 

Travel  Resources Apr  28 

Visual  Impairments 

The  Dangerous  Yew Jul  20 

Peter’s  Garden May  22 

-at  Role  Models:  Nemeth,  Abraham: 

Creator  of  Nemeth  code  for 
Braille  mathematics Sep  31 

Walsh,  Robert  (See:  RaE  Models) 

Wheelchair  Sports  (See  also:  Recreation) 

Cycling Apr  52 

-at  Role  Models:  Cargnel,  Stefano: 

Becoming  a contender May  28 

Wheelchair  Tennis  Championships.... Dec  57 

Racing  Wheelchairs  for  Children May  52 

Wheelchairs  (See  also:  Mobility) 

♦ Choosing  a Mar  23 

♦ Cushion  Manufacturers,  Directory  of.Mar  41 
Halloween  Magic;  Making  a wheelchair 

part  of  a costume Sep  50 

♦ Health  Insurance  Troubleshooter: 

Funding  Power  Wheelchairs Oct  20 

♦ Manufacturers,  Directory  of Mar  37 

♦ Powered Mar  33 

Racing  Wheelchairs  for  Children May  52 

Racing  Wheelchairs  for  Children, 

Manufacturers  of May  52 

Youth  with  Disabilities,  National  Center  for 
*flt  Youth  Connections Jul  53 


•fit  articles  of  interest  to  educators: 

♦ articles  of  interest  to  health  care  professionals: 
o articles  of  interest  to  both 
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ADHD,  Community  involvement  and 

Adoptive  parents 

Angelman  syndrome. . . . ; 

Aniridia,  bilateral 

Amold-Cluari  malformation 

Arteriovenous  malformation,  Cerebral 

Arthrogryposis  multiplex  congenita 

Asperger’s  syndrome/ 

Landau-Kleffner  syndrome 

Augmentative  communication  aids 

Autism,  Puberty  and 

Autism/PDD,  Muscular  dystrophy  and 

Autism,  Ritalin  and 

Band  heterotropia 

Benign  congenital  hypotonia 

Blind,  Down  syndrome  and 

Bloom  syndrome 

Books  for  parents 

Brainstem,  Low 

Camps,  Accessible 

Catheterization? 

Catheterization  help 

Celiac  sprue 

Cerebral  arteriovenous  malformation 

Children,  two  non-ambulatory 

Chondrodysplaysic  punctata 

Chromosome  7 deletion 

Chromosome  8,  Partial  deletion  of 

Chromosome  10  inversion 

Chromosome  22,  Ring 

Chromosome  48,XXXX 

Chromosome  48,XXXY 

Chromosome  tianslocation 

Chromosome  XXXXX 

Cochlear  implants 

Cogan  syndrome 

College  with  personal  attendant 

Communication,  frustration  with 

Community  involvement,  ADHD  and 

Cytomegalovirus,  Congenital 

Darrow  syndrome 

Daycare  

Deafness,  motor  impainnents  and 

DiGeorge  syndrome 

Disabilities,  Multiple,  Unsure  about  future  , 

Disabilities,  Parents  with 

Disabilities,  Siitgle  parent  with 

Disabilities,  Severe 

Disabilities,  Three  children  with 

Disability  awareness  irt  public  schools 

Down  syndrome  and  blind 

Down  syndrome  and  feeling  “different” , . , , 

Down  syndrome  and  non-verbal 

Down  syndrome.  Two  children  with 

Drooling 

Dystonia,  Generalized 

Early  myoclonic  encephalopathy  syndrome, 

Nonoxynol-9  spermicide  and 

Encephalocele  and  Meckel  syndrome 

Epidermal  nevus  syndrome,  lipomas  and  , , 

Mlure  to  thrive,  Non-organic 

Fiber-type  disproportion.  Congenital 

G-Tbbe 

G-Tbbe  with  internal  disk 

Guillain-Barre  sjmdrome,  Chronic 

Herpes  encephalitis,  neonatal 

Holoprosencephaly,  Semilobar 

Hypotonia,  Benign  congenital  

Inclusive  school  districts  ( N(*w  EngUu\d)  , , 

Inclusion,  Feeling  “different” 

Increased  activity’.  Episodes  of 

Infantile  spasms 

Insurance 

Ischemic  strokes 

Jacobsen’s  syndrome 
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Johanson-Blizzard  syndrome Sep 

Kabuki  makeup  syndrome Aug 

Klinefelter  syndrome/48,XXXY  Oct 

Landau-Klefiher  syndrome/Asperger’s 

syndrome  (Nov/Dec  93), , , Mar 

Langer-Giedion  syndrome Feb 

Learning  disabilities.  Dealing  with  the  system, , , , Feb 


, , , , Mar 

(Nov/Dec  93), , 

. Mar 

, , , , Apr 

Aug 

, , , , Dec 

, , , , Mar 

, , , , Feb 

, Sep 

Jul 

, , , , Sep 

, ,(Oct  93),,,, 

,Feb 

, ,(Sep  93),,,, 

, Apr 

Aug 

(Nov/Dec  93), , 

,Feb 

Lennox-Gastaut  syndrome Mar, 

Lipomas,  Epidermal  nevus  syndrome  and  Apr 

Lipomyelomeningocele Aug 

Loud  noises  in  public Dec 

Macroglossiii Mar 

Meckel  syndrt  ne,  Encephalocele  and  Apr 

Monsomy  5;^  /Irisomy  4p Sep 

Motor  impairments.  Deafness  and Dec 

Multiple  disabilities,  Unsure  about  future Sep 

Muscular  dystrophy,  Autism/PDD  and Feb 

Myotubular  myopatliy,  X-linked Mar 

Nail-patella  syndrome Apr, 

Necrotizing  enterocolitis Jul 

Neurological  disorder,  Progressive Sep 

Nonoxynol-9  spermicide.  Early  myoclonic 

encephalopathy  syndrome  and  

Norrie  disease  and  cataplexy Apr 

Obsessive-compulsive  disorder Jul , 

Panic  attacks? Jun 

Parent,  Single,  with  disabilities (Sep  9^ 

Parents,  adoptive Aug, 

Parents  with  disabilities (Nov/Dec  93), 

Parents  with  learning  disability Mar 

Pen  pal  for  sibling Feb 

Personal  attendant.  College  with Feb Apr,  May 

Pfeiffer  syndrome Nov 

Prader-Willi  syndrome  with  normal  DNA  test , , , , May Jul,  Aug 

pro  activities Feb 

Puberty,  Autism  and (Sep  93), 

Rasmussen  syndrome Feb  , , 

Recreation,  Therapeutic Dec 

Rhizotomy May, , , 

Ring  chromosome  22 Jun 

Ritalin,  Autism  and May , , 

Robinow  syndrome Jun 

School  bus,  Riding  the Feb May  42 

Scoliosis Jun 

Seizures Jul 

Seizures,  Bleeding  dming Apr lul 

Seizures,  Uncontrollable Feb 

Semilobar  holoprosencephaly (Nov/Dec  93), , , Feb 

Service  dogs Feb 

Shaking,  Severe Jul 

Shoes,  Wide (Sep  93)  , , Feb,  May 

Single  parent  with  disabilities (Sep  93) Apr 

Skeletal  anomalies Jun Sep 

Spastic  paraparesis Apr 

Spina  Bifida,  Two  children  with Aug, 

Stepparenting Nov 

Strokes,  Ischemic Apr  , 

Teeth  grinding Jun, 

Therapeutic  recreation Dec 

TVansporting  two  non-ambulatory  children Feb Jun 

TYisomy  4|v^onsomy  5p Sep 

TYisomy  8,  Partial Jul 

'lYisomy  19Q Feb 

'IXvins,  Identical,  One  with  a disability Oct Dec 

Umbilical  cord  sampling May 
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Freedom  Designs,  Inc. 


RECLINE 

74e  SoluUoK  offers 
an  incremental  recline. 


TILT  AND  RECLINE 

The  frame  can  be  reclined 
and  tilted  simultaneously. 


|om  Designs,  Inc.  2241  Madera  Road  ♦ Simi  Valley,  CA  93065 
3ne  (800)  331-8551  ♦ (805)  582-0077  ♦ Fax  (805)  582-1509 

Clrdt«168  129 


The  listings  In  this  directory  were  purchased  by  the  listed 
companies  or  organizations.  Representatives  from  each 
company  selected  the  category  or  categories  under 
which  they  are  listed. 


Augmentative 

Communications 

Equipment 

Consultants  for 
Comm  Technology 

508  Bellevue  Terr 
Pittsburgh,  PA  1 5202 
(412)761-6062 
(412)  761-7336  (fax) 

Don  Johnston  Incorporated 

1 000  N Rand  Rd,  Bldg  115 
Wauconda,  IL  60048 
(800)  999-4660/(708)  526-2682 
(708)  526-4177  (fax) 

Circle  *141 

See  our  ad  on  page  1 12. 

GMR  Labs 

1030EEI  Camino  Real,  #308 
Sunnyvale,  CA  94087 
(408)  985-7200 
(408)  243-3731  (fax) 

Circle  *13 

See  our  ad  on  page  54. 

Gus  Communications,  Inc. 

PO  Box  4362 
Blaine,  WA  98231 -4362 
(604)279-0110 
(604)  279-8474  (fax) 

Circle  *36 

See  our  ad  on  page  112. 

IBM  Special  Needs  Systems 

1 000  NW  51  St  St 
Boca  Raton,  FL  33432 
(800)  426-4832 
(407)  982-6059  (fax) 

Circle  *92 

See  our  ad  on  page  104. 

Imaginart  Communication 
Products 

307  Arizona  St 
Bisbee,  AZ  85603 
(800)  828-1376 
(602)  432-5134  (fax) 

Clnde*145 

See  our  ad  on  page  90. 

JesanaLtd.  ■ 

PO  Box  1 7 
Irvington,  NY  1 0533 
(800)  443-4728 
(91 4)  591 -4320  (fax) 

Circle  *178 

See  our  ad  on  page  97. 


O 


LC  Technologies 

9455  Silver  King  Ct 
Fairfax,  VA  22031 
(703)  385-7133 
(703)  385-7137  (fax) 

Circle  *163 

See  our  ad  on  page  96. 

Passy-Muir,  Inc. 

4521  Campus  Dr,  Ste  273 
Irvine,  CA  92715 
(714)  833-8255 
(714)  833-8299  (fax) 

Prentke  Romich  Company 

1022  HeyIRd 
Wooster,  OH  44691 
(800)  262-1933 
(216)  263-4829  (fax) 

Circle  *59 

See  our  ad  on  page  52. 

Sentient  Systems  Technology  Inc. 

21 00  Warburton  St 
Pittsburgh,  PA  15203-1942 
(800)  344-1778 
(412)  381-5241  (fax) 

Circle  *161 

See  our  ad  on  page  84. 

Temasek  Telephone,  Inc. 

21  Airport  Blvd  #G 
SoSan  Francisco,  CA  94080 
(415)  875-6666 
(41 5)  875-7608  (fax) 

Circle  *121 

See  our  ad  on  page  40. 

Tiger  Communication 
System,  Inc. 

1 55  E Broad  St,  Ste  325 
Rochester,  NY  14604 
(800)  724-7301 
(716)  454-3631  (fax) 

Circle  *40 

See  our  ad  on  page  116. 

WorkUnk 

2452  Armstrong  St 
Livermore,  CA  94550 
(510)  606-3763 
(510)  606-3769  (fax) 


v;.  1 


Bathraom  Equipment 

AccessAble  Environments 
& Products 

1 1 1 Cedar  St 
New  Rochelle,  NY  1 0801 
(800)  285-2525 
(914)  632-1357  (fax) 

Clnde*103 

See  our  ad  on  page  74. 

Adaptive  Desinn  Shop 

12847PtPleas..>ntDr 
Fairfax,  VA  22033 
(703)631-1585 

Circle  *X 

See  our  ad  on  page  111. 

American  Standard  (Pressalit) 

One  Centennial  Ave 
PO  Box  6820 
Piscataway,  NJ  08855 
(800)  524-9797  ext.  469 

Circle  *11^ 

See  our  ad  on  page  45. 

Barrier  Free  Lifts,  Inc. 

PO  Box  41 63 
Manassas,  VA  221 1 0 
(703)361-6531 
(703)  361-7861  (fax) 

Circle  *X 

See  our  ad  on  page  44. 

Clarke  Health  Care  Products 

PIIP/ICM  Bldg 
1 003  International  Dr 
Oakdale,  PA  15071-9223 
(412)695-2122 
(412)  695-2922  (fax) 

Columbia  Medical  Mfg.  Corp. 

PO  Box  633 

Pacific  Palisades,  CA  90272 

(800)454-6612 

(310)  305-1718  (fax) 

Circle  *152 

See  our  ads  on  pages  12  & 121. 

H.D.I.S.  Company,  Inc. 

1215  Dielman  Industrial  Ct 
St.  Louis,  MO  63132 
(800)538-1036 
(314)  997-0047  (fax) 

Circle  *15 

See  our  Insert  on  pages  67-70. 

LubidetUSA,lnc. 

950  S Cherry  St,  506 
Denver,  CO  80222 
(800)  582-4338/(303)  757-3031 
(303)  757-3868  (fax) 

Circle  *117 

See  our  ad  on  page  122. 
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NCM  Consumer  Products 
Division 

PO  Box  6070 
San  Jose,  CA  95150 
(800)  235-7054 
(408)  277-6824  (fax) 

Circle  *68 

See  our  ad  on  page  104. 

Ortho-Kinetics,  Inc. 

W220  N 507  Springdale  Rd 
Waukesha,  Wl  531 87 
(800)  558-7786 
(41 4)  542-0625  (fax) 

lUmble  Forms 

744  W Michigan  Ave 
Jackson,  Ml  49203 
(517)789-3377  . 

(517)  789-3333  (fax) 

Circle  *27 

See  our  ad  on  back  cover. 


Bedding 

Hard  Manufacturing  Co.,  Inc. 

230  Grider  St 
Buffalo,  NY  14215-3797 
(800)  USE-HARD/(71 6)  893-1 800 
(716)  896-2579  (fax) 

Clnde*44 

See  our  ad  on  page  42. 

BIcyclei/THcyclee 

Just  IVvo  Bikes,  Inc. 

4821  Washington  Ave 
White  Bear  Lake,  MN  551 1 0 
(800)  499-1548 
(612)  426-1548  (fax) 

Circle  *140 

See  our  ad  on  page  104. 

Rock  N’Roll  Cycles 

PO  Box  1558 
Levelland,  TX  79336 
(800)  654-9664 
(806)  894-9646  (fax) 

Circle  *171 

See  our  ad  on  page  41. 


Step’n  Go  Cycles 

PO  Box  180,  Cedar  Beach  Rd 
Charlotte,  VT  05445 


(800)  648-7335 
(802)  425-2264,  ext  254 
(802)  425-3007  (fax) 

Circle  *125 

See  our  ad  on  page  113. 
maid 

PO  Box  1364 
Cumberland,  MD  21 502 
(800)  306-6777/(301)  759-3525 
(301)  759-3525  (fax) 

Clrde*46 

See  our  ad  on  page  72. 
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PRODUCT  & SERVICE  DIRECTORY 


ClothM/ftMrtwaiiB 

eSpeclals  (Down 
Syndromo/PW) 

PO  Box  1177 
Larkspur,  CA  94977 
(415)  924-7960 
(415)  927-9043  (fax) 


Cherry  Hill,  NJ  08003 
(609)  770-8474 
(609)  427-9560  (fax) 

Kotton  & Koala 

PO  Box  178 
Fort  Jones,  CA  96032 
(916)  468-5475 
(916)  468-5492  (fax) 

Circle  m 
See  our  ad  on  page  96. 

M J.  Markell  Shoe  Co. 

504  Saw  Mill  River  Rd 
Yonkers,  NY  10701 
(914)  963-2258 
(914)  963-9293  (fax) 

Circle  m 

See  our  ad  on  page  56. 

Moonbeams-Carol  Nesper 
Studios 

2026  Murray  Hill  Rd 
Cleveland,  OH  44106 
(216)  721-4100 

Circle  mi 

See  our  ad  on  page  39. 

Special  Clothes 

PO  Box  4220 
Alexandria,  VA  22303 
(703)  683-7343 
(703)  549-2640  (fax) 

Wheelin’  Wear 
(Children’s  Gloves) 

PO  Box  545 


EKEG  Electronics  Co.  Ltd. 

PO  Box  461 99,  Station  0 
Vancouver,  BC  Canada  V6J  5G5 
(604)  273-4358 
(604)  273-1148  (fax) 

IBM  Special  Needs  Systems 

1 000  NW  51  St  St 
Boca  Raton,  FL  33432 
(800)  426-4832 
(407)  982-6059  (fax) 

Circle  dX 

See  our  ad  on  page  104. 

In  Touch  Systems 

1 1 Westview  Rd 
Spring  Valley,  NY  10977 
(800)  332-MAGIC 

Circle  »1 22 

See  our  ad  on  page  56. 

IntelllTools,  Inc. 

5221  Central  Ave,  #205 
Richmond,  CA  94804 
(800)  879-6687/(510)  528-0670 
(510)  528-2225  (fax) 

Circle  #42 

See  our  ad  on  page  74. 

Key  Concepts 

PO  Box  21066 
Charlotte,  NC  28277 
(800)  293-5090 

Circle  #50 

See  our  ad  on  page  88. 

RJ  Cooper  & Associates 

24843  Del  Prado,  #283 
Dana  Point,  CA  92629 
(800)  RJCOOPER 
(714)  240-9785  (fax) 

Circle  #81 


GM  Mobility  Assistance  Center 

PO  Box  9011 
Detroit,  Ml  48202 
(800)  323-9935 
(800)  833-9935  (TTY) 

(313)  974-4383  (fax) 

Circle  #94 

See  our  ad  on  page  73. 

Monmouth  Vans,  Access 
& Mobility 

5105  Rte  33/34 
Farmingdale,  NJ  07727 
(800)  221-0034 
(908)  919-0256  (fax) 

Ricon  Corporation 

1 2450  Montague  St 
Pacoima,  CA  91 331 
(818)  899-7588 
(818)  890-3354  (fax) 

Circle  ms 

See  our  ad  on  page  53. 

Educational  Matwlal 

Attainment  Company,  Inc. 

PD  Box  930160 
Verona,  Wl  53593-0160 
(800)  327-4269 
(800)  942-3865  (fax) 

Bo  Peep  Productions 
Videotapes 

PD  Box  982 
Eureka,  MT  5991 7 
(800)  532-0420 
(406)  889-3225  (fax) 

Don  Johnston  Incorporated 

1000  N Rand  Rd,  Bldg  115 
Wauconda,  IL  60048 
(800)  999-4660/(708)  526-2682 
(708)  526-4177  (fax) 

Circle  #143 

See  our  ad  on  page  112. 

Gemma  B.  Publishing,  Inc. 

Box  #713-740  Corydon  Ave 
Winnipeg,  MB  Canada  R3M  DY1 
(204)  452-7566 
(204)  475-9903  (fax) 

Mind  Play 

1 60  W Ft  Lowell 
Tucson,  AZ  85705 
(800)  221-7911 
(602)  888-7904  (fax) 

River  Tank  Systems 

PD  Box  445 
Exeter,  Rl  02822 
(800)  808-8822 
(401)  294-9510  (fax) 

Clide  m 

See  our  ad  on  page  55. 
Voicingl 

3857  Birch,  Ste  194 
Newport  Beach,  CA  92660 
(714)833-2710 
(714)  833-1005  (fax) 


Envtronineiital  Controls 

Jesana  Ltd. 

PD  Box  17 
Irvington,  NY  10533 
(800)  443-4728 
(91 4)  591 -4320  (fax) 

Circle  #179 

See  our  ad  on  page  97. 

Finance/Estate 

Ptannlng/lnsurance 

Abilities  Plus  Program 

Special  Auto  & Home  Insurance 
PD  Box  5198 

Lutherville,  MD  21094-9719 
(800)  222-2788,  Dept  Q 

Clrde#137 

See  our  ad  on  page  80. 

Assoc  for  Special  Kids  (ASK) 

107  WHIN  St 
Baltimore,  MD  21230 
(800)  832-0467/(410)  727-2118 
(410)  727-3266  (fax) 

Estate  Pianning  (EPPD) 

1 200  Corporate  Dr,  Ste  330 
Birmingham,  AL  35242 
(800)  448-1071 

(800)  880-9327  (fax) 

Clide  #31 

See  our  ad  on  page  95. 

Food&Hutrltlon 

Medicat  Innovations 
Corporation 

1 2050  Lone  Peak  Pkwy 
Draper,  UT  84020 

(801) 572-6800 
(801)  572-6869  (fax) 

Furniture 

Columbia  Medical  Mfg.  Corp. 

PD  Box  633 

Pacific  Palisades,  CA  90272 
(800)  454-6612 
(310)  305-1718  (fax) 

Cirde#155 

See  our  ads  on  pages  12  & 121. 

Equipment  Shop 

PD  Box  33 
Bedford,  MA  01 730 
(617)  275-7681 
(617)  275-4094  (fax) 

Circle  #123 

See  our  ad  on  page  88. 

Headgear 

oitho-KInetics,  Inc. 

W220  N 507  Springdale  Rd 
Waukesha,  Wl  531 87 
(800)  558-7766 
(414)  542-0625  (fax) 


Cobourg,  ON  Canada  K9A  4L3 
(800)  488-2638 
(905)  373-4941  (fax) 

Computer  Hardware 
&Acce«80i1e» 

Apple  Computer,  Inc. 

20525  Marian!  Ave,  MS  36-SE 
Cupertino,  CA  9501 4 
(800)  600-7808/(408)  996-1010 
(800)  755-0601  (TTY) 

(408)  362-5260  (fax) 

See  our  ad  on  page  97. 

Don  Johnston  Incorporated 

1 000  N Rand  Rd,  Bldg  115 
Wauconda,  IL  60048 
(800)  999-4660/(708)  526-2682 
(708)  526-4177  (fax) 

Circle  #142 

See  our  ad  on  page  112. 


See  our  ad  on  page  79. 

Synergy 

68  Hale  Rd 
Walpole,  MA  02032 
(508)  668-7424 
(508)  663-4134  (fax) 

WorkUnk 

2452  Armstrong  St 
Livermore,  CA  94550 
(510)  606-3763 
(510)  606-3769  (fax) 

Driving  AMs 

Adaptive  Driving  Systems 

21 050  Superior  St 
Chatsworth,CA91311 
(818)  998-1026 
(818)  882-0812  (fax) 

Crow  River  Industries 

14800  28th  Ave  N 
Minneapolis,  MN  55447 
(800)  488-7688 
(612)  557-8310  (fax) 

Circle  #120 

See  our  ad  on  page  92. 
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Pluni  Entarprisss,  Inc. 

9 Clyston  CirA’O  Box  283 
Worcester,  PA  19490 
(800)  321 -PLUM 
(215)584-4151  (fax) 
Cbvleif12 

See  our  ad  on  page  3. 

Hwring  iUdi/Equtpiiwnt 

Oticon.tnc. 

29  Schoolhouse  Rd 
Somerset,  NJ  08875 
(800)  227-3921 
(908)  560-0029  (fax) 

HoM»te»llToy« 

The  Dragonfly  Toy  Company 

291  YaleAve 

Winnipeg  MB  Canada  R3M  0L4 
(204)  453-2222 
(204)  453-2320  (fax) 

InvoTek  Corporation 

700VV20tfiSt,ENRC 
Fayetteville,  AR  72701 
(800)  576-6661 
(501)  575-7446 

River  Tank  Systems 

PO  Box  445 
Exeter,  Rl  02822 
^00)  808-8822 
(401)  294-9510  (fax) 

Circle  dS 

See  our  ad  on  page  55. 

Rock  IfRoll  Cycles 

PO  Box  1558 
Levelland,  TX  79336 
(800)  654-9664 
(806)  894-9646  (fax) 

Ciraem72 

See  our  ad  on  page  41. 

Sony  Electronics,  Inc. 

2 Van  Riper  Rd 
Montvale,  NJ  07645-0406 
(201)  476-8160 
(201)  476-8071  (fax) 

CirOem04 

See  our  ad  on  page  100. 

Switch  Kids,  Inc. 

8507  Rupp  Farm  Dr 
West  Chester,  OH  45069 
(513)  860-5475 
(513)  860-5475  (fax) 

TFH(USA)— 

Fun  and  Achievement 

4537  Gibsonia  Rd 
Gibsonia,  PA  15044 
(412)  444-6400 
(412)  444-6411  (fax) 


Toys  for  Special  Children 

385  Warburton  Ave 
Hastings-on-Hudson,  NY  10706 
(800)  832-8697 

Circle  4160 

See  our  ad  on  page  48. 

Voicing! 

3857  Birch,  Ste  194 
Newport  Beach,  CA  92660 
(714)  833-2710 
(714)  833-1005  (fax) 

Honieihfaipla«toii/D«8lBn 

AccessAhie  Environments 
& Product 

1 1 1 Cedar  St 
New  Rochelle,  NY  10801 
(800)  285-2525 
(914)  632-1357  (fax) 

Circle  4103 

See  our  ad  on  page  74. 

Homecare  Products,  Inc. 

15824SE  296th  St 
Kent,  WA  98042 
(800)  451-1903 
(206)  630-8196  (fax) 

Circle  4101 

See  our  ad  on  page  134. 

River  Tank  Systems 

PO  Box  445 
Exeter,  Rl  02822 
(800)  808-8822 
(401)  294-9510  (fax) 

Clide  45 

See  our  ad  unpaged. 

Home  Heaitli  Cara 
Sarvfcea 

Kennedy  Krieger  Institute 

707  N Broadway 
Baltimore,  MD  21205 
(800)  873-3377/(410)  550-9400 
(410)  550-8217  (fax) 

Clide  470 

See  our  ad  on  page  98. 

Olsten  Kimberly  QualHyCare 

175  Broadhoilow  Rd 
Melville,  NY  11 747 
(800)  66-NURSE 
(508)  383-751 4 (fax) 

Circle  41^ 

See  our  ad  on  page  4. 

Vail  Products,  Inc. 

(Bed  Systems) 

235  First  St 
Toledo,  OH  43605 
(800)  235-8245 
(419)  698-1 174  (fax) 

Circle  435 

See  our  ad  on  page  40. 


InconUiioiico  Products 

All  the  Best— 

(Reusables  Only) 

6846  19th  Ave  NE 
Seattle,  WA  98115 
(206)  523-1725 

ARC  Home  Health  Care 
Products 

RR  #4  Box  161 
Oneonta,  NY  13820 
(800)  278-8595 
(607)  433-6745  (fax) 

Circle  475 

See  our  ad  on  page  11Z 

Direct  Delivery— 

Promise  Products 

PO  Box  79603 
Houston,  TX  77279-9603 
(800)  659-8037 
(71 3)  869-5586  (fax) 

Express  Medical  Supply 

PO  Box  1164 
Fenton,  MO  63026 
(800)  633-2139/(314)  349-8448 
(31 4)  349-8469  (fax) 

Clide  4157 

See  our  ad  on  page  74. 

G. Hirsch&Co.lnc. 

1815  Rollins  Rd 
Burlingame,  CA  94010 
(415)  692-8770 
(415)  692-1874  (fax) 

H. D.I.S.  Company,  Inc. 

1215  Dielman  Industrial  Ct 
St.  Louis.  MO  631 32 
(800)  538-1036 
(31 4)  997-0047  (fax) 

Clide  414 

See  our  Insert  on  pages  87-70. 

Humanicare  International,  Inc. 

1471  Jersey  Ave 
North  Brunswck,  NJ  08902 
(800)  631-5270 
(908)  214-0666  (fax) 

Clide  490 

See  our  ad  on  page  46. 
Kimberly-Clark  Corporation 

PO  Box  2020 
Neenah.WI  54957-2020 
(800)  544-1847 

See  our  ad  on  page  14. 

Mentor  Urology 

5425  Ht^lister  Ave 
Santa  Barbara,  CA  931 11 
(800)  328-3863 
(805)  967-7108  (fax) 


ERIC 


e t-  V 
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Prindpie  Business  Enterprises 

Pine  Lake  Industrial  Pk 
Dunbridge,  OH  43414 
(419)  352-1551 
(419)  352-8340  (fax) 

CirdedSO 

See  our  ad  on  page  89. 

Special  Products 

212  N Market.  Ste  315 
\Afichita,KS  67202-2016 
(800)  553-3492 

Clide  4167 

See  our  ad  on  page  96. 

TAGA 

PO  Box  313 
Somerset,  NJ  08873 

TMI  (Technomarfceting,  Inc.) 

307  Bacon  Rd 
Rougemont,  NC  27572 
(919)477-1387 
(919)  477-2294  (fax) 

Circle  419 

See  our  ad  on  page  43. 

Woodbury  Products 

4410  Austin  Blvd,  Dept  250 
Island  Park,  NY  11 558 
(800)777-1111 
(516)  431-6793  (fax) 

Clide  472 

See  our  ad  on  page  80. 

Medical  Equipment 
Dealets 


MED  Certified  Repair  Centers 

3223  S Loop  289,  Ste  600 
Lubbock.  TX  79423 
(800)  477-6272 
Call  for  locatkm  near  you. 

Circle  493 

See  our  ad  on  Inside  tack 
com: 

Passy-Muir,  Inc. 

4521  Campus  Dr.  Suite  273 
Irvine.  CA  92715 
(714)  833-8255 
(714)  833-8299  (fax) 

Vail  Products,  Inc. 

(Bed  Systems) 

235  First  St 
Toledo,  OH  43605 
(800)  235-8245 
(419)  698-1 174  (few) 

Clrde434 

See  our  ad  on  page  40. 

Peraonal  Cara/Dental 

NR  Labs,  Inc. 

900  E Franklin  St 
Centerville.  OH  45459-5620 
(513)433-9570 

Clide  41 39 

See  our  ad  on  page  40. 
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Oraigtene  USA,  Inc. 

421  N Rodeo  Dr,  Ste  15114 
Beverly  Hills,  CA  90210 
(800)  933-ORAL  (6725) 

Circle  »184 

Sea  our  ad  oa  page  13. 

PiiMIslicwi/Catalogt 

Alexander  Graham  Bell  Assoc 
f/tDeaf 

341 7 Volta  PI,  NW 
Washington.  DC  20007 
(202)  337-5220 
(202)337-8314  (fax) 

Attainment  Company,  Inc. 

PO  Box  930160 
Verona,  Wl  53593-0160 
(800)  327-4269 
(800)  942-3865  (fax) 

Charles  C.  Thomas  Publishing  Co. 

2600  South  St 
Springfield,  IL  62794 
(217)  789-8980 
(217)  789-9130  (fax) 

Cirdem 

See  our  ad  on  page  66. 

Communication  SMil  Buiiders 

3830  E Bellevue 
Tucson,  AZ  85716 
(800)  866-4446 
(602)  325-0306  (fax) 

Don  Johnston,  Inc. 

1000  N Rand  Rd,  Bldg  115 
Wauconda,  IL  60048 
(800)  999-4660/(708)  526-2682 
(708)  526-4177  (fax) 

Circle  IH44 

See  our  ad  on  page  112. 

Edmark  Corp. 

PO  Box  97021 
Redmond,  WA  98073-9721 
(800)  362-2890 
(206)  556-8430  (fax) 

Circle  IH09 

See  our  ad  on  page  10. 

Express  Medical  Supply 

PO  Box  1164 
Fenton,  MO  63026 
(800)  633-2139/(314)  349-8448 
(314)  349-8469  (fax) 

Circle  *158 

See  our  ad  on  page  74. 

Interax  Draining,  Inc. 

PO  Box  473106 
Garland,  1X75047-31 06 
(800)  242-5583 

Jason  & Nordic  Publishers 

PO  Box  441 

Hollidaysburg,  PA  16648 
(814)696-2920 
(81 4)  696-4250  (fax) 


NCM  Consumer  Products 
Division 

PO  Box  6070 
San  Jose,  CA  95150 
(800)  235-7054 
(408)  277-6824  (fax) 

Circle  H68 

See  oar  ad  on  page  104. 

The  Prader-WiOi  Forum 

40  Holly  Ln 

Roslyn  Heights,  NY  11 577 
(800)  358-0682 

(516)  484-7154  (fax) 

Circle  m 

See  our  ad  on  page  71. 

Special  Needs  Project 

3463  State  St 
Santo  Barbara,  CA  93105 
(800)  333-6867 

SpoiUme  Abilitations 

One  Sportime  Wy 
Attanta,  GA  30340 
(800)  850-8602 
(800)  845-1535  (fax) 

Circle  dZZ 

See  our  ad  on  page  10. 

Dimble  Forms 

744  W Michigan  Ave 
Jackson,  Ml  49203 

(517)  789-3377 

(51 7)  789-3333  (fax) 

Circle  #29 

See  oar  ad  on  back  cover. 
Voicing! 

3857  Birch,  Ste  194 
Newport  Beach,  CA  92660 
(714)833-2710 
(714)  833-1005  (fax) 

Woodbine  House 

6510  Bells  Mill  Rd 
Bethesda,  MD  20817 
(800)  843-7323 

RampsAJfts 

Adaptive  Driving  Systems 

21 050  Superior  St 
Chatsworth,  CA  9131 1 
(818)998-1026 
(818)  882-0812  (fax) 

Aquatic  Access,  Inc. 

41 1 Dorsey  Wy 
Louisville,  KY  40223 
(502)  425-5817 
(502)  425-9607  (fax) 

Barrier  Free  Lifts,  Inc. 

PO  Box  4163 
Manassas,  VA  22110 
(703)  361-6531 
(703)  361-7861  (fax) 

Clrde439 

See  our  ad  on  page  44. 


The  Braun  Corporation 

1014  S MonticelloSt 
Winamac,  IN  46996 
(800)  THE-UFT 
(219)  946-4670  (fax) 

Circle  8112 

See  our  ads  on  pages  9 &11. 

Bruno  Independent  Living  Aids 

1780  Executive  Dr/PO  Box  84 
Oconomowoc,WI  53066 
(800)  882-8133 
(414)  567-4341  (fax) 

Clrde»7 

See  our  ad  on  page  76. 

Crow  River  industries 

14800  28fh  Ave  N 
Minneapolis,  MN  55447 
(800)  488-7688 
(612)  557-8310  (fax) 

Circle  #119 

See  our  ad  on  page  92. 

GM  Mobile  Assistance  Center 

PO  Box  9011 
Detroit,  Ml  48202 
(800)  323-9935 
(800)  833-9935  (TTY) 

(313)  974-4383  (fax) 

Clrde#95 

See  our  ad  on  page  73. 

Homecare  Products,  Inc. 

15824  SE  296th  St 
Kent,  WA  98042 
(800)451-1903 
(206)  630-8196  (fax) 

Circle  #101 

See  oar  ad  on  page  134. 

Monmouth  Vans,  Access 
& Mobility 

5105  Rte  33/34 
Farmingdale,  NJ  07727 
(800)  221-0034 
(908)  919-0256  (fax) 

Ricon  Corporation 

12450  Montague  St 
Pacoima,CA91331 
(818)  899-7588 
(818)  890-3354  (fax) 

Circle  #85 

See  our  ad  on  page  53. 

RahaUlitation 

Canters/HotpHals 

Chiidren’s  Seashore  House 

3405  Civic  Center  Blvd 
Philadelphia,  PA  19104 
(800)  678-3733/(215)  895-3600 

Children's  Specialized  Hospital 

150  New  Providence  Rd 
Mountainside,  NJ  07092-2590 
(908)  233-3720 
(908)  233-4176  (fax) 

Circle  #11 

See  our  ad  on  page  51. 


Cumberland  Hospital 

9407  Cumberland  Rd 
New  Kent,  VA  231 24 
(800)  368-3472 

Circle  #74 

See  our  ad  on  page  99. 

Kennedy  Kileger  Institute 

707  N Broadway 
Baltimore,  MD  21205 
(800)  873-3377/(410)  550-9400 
(410)  550-8217  (fax) 

Circle  #70 

See  our  ad  on  page  98. 

Olsten  Kimberly  QualityCare 

175  Broadhollow  Rd 
Mel\fllle,NY11747 
(800)  66-NURSE 
(508)  383-7514  (fax) 

Clrde#165 

See  our  ad  on  page  4. 

The  Children's  Hospital 
at  SL  Joseph's 

703  Main  St 
Paterson,  NJ  07503 
(201)  977-2500 
(201)  684-5025  (fax) 

Circle  #17 

See  our  ad  on  page  117. 

Voorhees  Pediatric  facility 

1304  Laurel  Oak  Rd 
Voorhees,  NJ  08043 
(609)  346-3300 
(609)  435-4223  (fax) 

Circle  #108 

See  our  ad  on  page  56. 

Repair  Service— Medical 
Equipment  Dealers 

MED  Certified  Repair  Centers 

3223  S Loop  289,  Ste  600 
Lubbock,  TX  79423 
(800)  477-6272 
Call  for  locadon  near  you. 

Clide  #93 

See  our  ad  on  Inside  bai  k 
cover. 

Schools/Camps/ 

Residences 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Ln/Box  7 
Suwanee,  (3A  30174 
(404)  945-8381 

Berkshire  Meadows 

249  N Plain  Rd 
Housatonic,  MA  01236 
(413)  528-2523 

Circle  #10 

See  our  ad  on  page  107. 

Camp  Huntington 

PO  Box  3789 
Poughkeepsie,  NY  12603 
(914)687-7840 
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Camphiil  Special  School 

1784  Faifview  Rd 
Glenmoore.  PA  19343 
(610)  469-9236 
(610)  469-9758  (fax) 

Children’s  Care  Hospital 

& School 

2501  W 26th  St 

Sioux  Fails,  SO  57105 

(800)  584-9294/(605)  336-1840 

CIB/OakHili 

120  Holcomb  St 
Hartford,  CT  061 12 
(203)  242-2274 
(20^  242-3103  (fax) 

Crotched  Mountain 

1 Vemey  Dr 
Greenfield,  NH  03047 
(603)  547-3311 

Ciraem 

See  our  ad  on  page  75. 

Crystel  Springs  School 

38  Narrows  Rd,  Box  372 
Assonet,  MA  02702 
(50Q  644-5537 
(50^  644-3101,  ext  372  (fax) 

ClKle»124 

See  our  ad  on  page  72. 

Dr.  Gertrude  A.  Barber  Center 

136  East  Ave 
Erie.  PA  16507 
(814)  453-7661 
(814)  454-2771  (fax) 

Elwyn,  Inc. 

Ill  Elwyn  Rd 
Elwyn,  PA  19063-4699 
(800)  345-81 1 1/(610)  891  -2000 

CirOem 

See  our  ad  on  page  82. 

Evergreen  Center 

345  Fortune  Blvd 
Milford.  MA  01757 
(508)  478-5597 
(508)  634-3251  (fax) 

Circle  8106 

See  our  ad  on  page  90. 

Heartspring 

2400  Jardine  Dr 
Wichita,  KS  67219 
(800)  835-1043 
(316)  262-0170  (fax) 

CIrdeia 

See  our  ad  on  page  54. 

HMS  School  for  Children 
with  CP 

4400  Baltimore  Ave 
Philadelphia.  PA  19104 
(215)  222-2566 

ClrOem 

See  our  ad  on  page  51. 


Keystone  Ci^  Residence 
&Camp 

c/o  406  N Wash.  Ave 
Scranton,  PA  18503 
(800)  232-1753 
(717)  342-3461  (fax) 

Circle  848 

See  our  ad  on  page  71. 

LARC  School,  Inc. 

Creek  Rd&  Park  Dr 
Bellmawr,  NJ  08031 
(609)  933-3725 
(609)  933-31 58  (fax) 

League  School  of  Boston 
225  Nevada  St 
Newtonville,  MA  02160 
(617)  964-3260 
Circle  824 

See  our  ad  on  page  88. 

Martha  Uoyd  Community 

Services 

190  W Main  St 

Troy,  PA  16947 

(717)  297-2185 

CMe878 

See  our  ad  on  page  105. 
Meeting  Street  Center 

667  Waterman  Ave 
East  Providence,  R1 02914 
(401)  438-9500 
(401)  438-3690  (TDD) 

(401)  438-3760  (fax) 

Circle  883 

See  our  ad  on  page  44. 

Melmark 

Wayland  Rd 
Berwyn,  PA  19312 
(610)  353-1726 
(610)  353-8528  (fax) 

Clrde869 

See  our  ad  on  page  113. 
NaB  Christian  Resource 
CtronMR 

700  Hoffman  Dr 
Watertown,  Wl  53094 
(800)  369-lNFO 

Circle  884 

See  our  ad  on  page  132. 

New  England  Villages 

664  EP  School  St 
Pembroke,  MA  02359 
(617)293-5461 

Clrde821 

See  our  ad  on  page  39. 
StColetta’sof  Mass. 

400  Washington  St 
Hanover.  MA  02339 
(617)  826-6371 
(61 7)  826-6474  (fax) 

Circle  8162 

See  our  ad  on  page  104. 


Stewart  Home  School 

Box  20 

Frankfort,  KY  40601 
(502)  875-4664 

Circle  84 

See  our  ad  on  page  56. 

The  Devereux  Foundation 

19  S Waterloo  Rd,  PO  Box  400 
Devon,  PA  19333 
(800)  345-1292,  ext  3045 
(610)  971-4600  (fax) 

Circle  8107 

See  our  ad  on  page  91. 

The  Guided  Tour’s 
Camp  Lee  Mar 

7900  Old  York  Rd.  Ste  1 1 4-B 
Elkins  Park.  PA  19027-2339 
(215)  782-1370 
(215)  635-2637  (fax) 

Circle  81 36 

See  our  ad  on  page  116. 

The  Learning  Center 
41 1 Waverly  Oaks  Rd 
Waltham,  MA  02154 
(617)  893-6000 
The  New  England  Center 
for  Autism 
33  Turnpike  Rd 
Southboro.MA  01772 
(50Q  481-1015 
Circle  876 

See  our  ad  on  page  46. 

Willow  River  Farms 

PO  Box  450 

San  F^ipe,  TX  77473 

(409)  885-4121 

Circle  891 

See  our  ad  on  page  80. 

Scootars 

Bruno  Independent  Uving  Aids 

1780  Executive  DrA^O  Box  84 
Oconomowoc,  Wl  53066 
(800)882-8133 
(414)  567-4341  (fax) 

Circle  88 

See  our  ad  on  page  76 

Ortho-Kinetics,  Inc. 

W220  N 507  Springdale  Rd 
Waukesha,  Wl  53187 
(800)  558-7786 
(414)  542-0625  (fax) 

Seattea*  Positioning 

Adaptive  Design  Labs 

15  Standish  Ave 
West  Orange,  NJ  07052 
(201)  736-4443 
(201)  736-3673  (fax) 

C!nde82 

See  our  ad  on  page  98. 


Bruno  Independent  Living  Aids 

1 780  Executive  Dr/PO  Box  84 
Oconomowoc,  Wl  53066 
(800)  882-8133 
(414)  567-4341  (fax) 

arde89 

See  our  ad  on  page  76. 

Child  Quest,  Inc.  Seatkeeper 

PO  Box  18595 
Austin,  IX  78760 
(800)  732-8533 
(512)  385-6178  (fax) 

Circle  838 

See  our  ad  on  page  96. 

Columbia  Medical  Mfg.  Corp. 

PO  Box  633 

Pacific  Palisades.  CA  90272 
(800)  454-6612 
(310)  305-1718  (fax) 

Circle  8153 

See  our  ads  on  pages  12  & 121. 
Consumer  Care  Products,  Inc. 

PO  Box  684 

Sheboygan.  Wl  53082-0684 
(414)  459-8353 
(414)  459-9070  (fax) 

Circle  8138 

See  our  ad  on  page  90. 

Convaid  Products,  Inc. 

PO  Box  2458 
Palos  Verdes.  CA  90275 
(800)  552-1020/(310)  539-6814 
(310)  539-3670  (fax) 

Circle  8127 

See  our  ad  on  page  81. 

Express  Medical  Supply 

PO  Box  1164 
Fenton.  MO  63026 
(800)  633-2139/(314)  349-8448 
(314)  349-8469  (fax) 

Circle  8159 

See  our  ad  on  page  74. 

Freedom  Designs,  Inc. 

2241  Madera  Rd 
SimI  Valley,  CA  93065 

(800)331-8551/(805)582-0077 
(805)  582-1509  (fax) 

Circle  8169 

See  our  ad  on  page  124. 
James  Leckey  Design,  Inc. 

360  Merrimack  St 
Riven/valk  Bldg  5 
Lawrence,  MA  01843 
(508)691-5220 
(508)  691-5230  (fax) 

Circle  857 

See  our  ad  on  page  39. 
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JayMadir'iLtd. 

PO  Box  18656 
Boulder,  CO  80202 
(800)  648-8282/(303)  442-5529 
(303)  442-3855  (fax) 

arOe*148 

See  our  ad  oa  page  108. 

Jesana  Ltd. 

PO  Box  17 
Irvington.  NY  10533 
(800)  443-4728 
(914)  591-4320  (fax) 

Circle  8180 

See  our  ad  oa  page  97. 

Kennedy  Krieger  Instftute 

707  N Broadway 
Baltimore,  MD  21205 
(800)  873-3377/(410)  550-9400 
(410)  550-8217  (fax) 

CindedJI 

See  our  ad  oa  page  98. 

Meeting  Street  Center 

667  Waterman  Ave 
East  Providence,  Rl  02914 
(401)  438-9500 
(401)  438-3690  (TDD) 

(401)  438-3760  (fax) 

ClrdadSS 

See  ouradoa  page  44. 

Mulhoiland  Positioning 
Systems 

PO  Box  391. 215  N 12th  St 
Santa  Paula,  CA  93061 
(800)  543-4769 
(805)  933-1082  (fax) 

Circle  864 


Ortho-Kinetics,  Inc. 

W220  N 507  Springdale  Rd 
Waukesha.  Wl  53187 
(800)  558-7786 
(414)  542-0625  (fax) 

Rifton 

PO  Box  901 
Rifton.  NY  12471-0901 
(800)  374-3866 
(914)  658-8065  (fax) 

Circle  841 

See  our  ad  on  page  52. 


Snug  Seat 

1081  Independence  Point  Pkwy 
Matthews.  NC  28106 
(704)  847-0772 
(704)  847-9577  (fax) 

Circle  852 

See  oar  ad  on  page  57. 

Special  Designs,  Inc. 

PO  Box  130 
Gillette,  NJ  07933 
(908)  464-8825 
(908)  464-8251  (fax) 

Circle  8130 

See  our  ad  on  page  98. 


Taylor  Made  Healthcare 

10W9fhAve 
Gloversville,  NY  12078 
(800)  258-0942 
(518)  773-9375  (fax) 

ClrOe8134 

See  our  ad  on  page  72. 
Tumble  Forms 

744  W Michigan  Ave 
Jackson,  Ml  49203 
(517)789-3377 
(51 7)  789-3333  (fax) 

Circle  828 

See  our  ad  on  back  cover. 

Sofhyara 

Articulate  Sys.  Voice 
Recognition 

600  W Cummings  Pk.  Ste  4500 
Woburn,  MA  01801 
(800)  443-7077 
(61 7)  935-0490  (fax) 

Edmark  Corp. 

PO  Box  97021 
Redmond,  WA  98073-9721 
(800)  362-2890 
(20Q  556-8430  (fax) 

Circle  8109 

See  our  ad  on  page  10. 

KidTECH/SoftTouch 

3204  Perry  PI 
Bakarsfield,  CA  93306 
(805)  873-8744 
(805)  871-9679  (fax) 

Circle  8177 

See  our  ad  on  page  42. 

Laureate  Learning  Systems,  Inc. 

110  E Spring  St 
Winooski,  VT  05404 
(800)  562-6801/(802)  655-4755 
(802)  655-4757  (fax) 

Circle  845 

See  oar  ad  on  page  52. 
Marblesoft 

12301  Central  Ave  NE,  Ste  205 
Blaine.  MN  55434 
(612)755-1402 
(612)  755-1402  (fax,  call  first) 

Circle  816 

See  our  ad  on  page  42 

RJ  Cooper  & Associates 

24843  Del  Prado,  #283 
Dana  Point,  CA  92629 
(800)  RJCOOPER 
(714)  240-9785  (fax) 

Circle  882 

See  ouradoa  page  79. 
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Sports/Racfeatjon/FanUlv 

Aquatic  Therapy 

1903  E BAve 
Plainwell,  Ml  49080 
(616)  349-9049 
(616)  349-9049  (fax) 

Circle  8118 

See  our  ad  on  page  42 

Bail  Dynamics  InPI,  Inc. 

1616  Glenarm  PL,  Ste  #1900 
Denver,  CO  80202 
(800)  752-2255 
(303)  893-0524  (fax) 

CltdePIII 

See  oar  ad  on  page  113. 
Flaghouse,  Inc. 

150  N MacQuesten  Pkwy 
Mt.  Vernon,  NY  10550 
(800)  793-7900/(914)  699-1900 
(800)  793-7922  (fax) 

Circle  8132 

See  ouradoa  page  88. 

Jay  Medical  Ltd. 

PO  Box  18656 
Boulder,  CO  80202 
(800)  648-8282/(303)  442-5529 
(303)  442-3855  (fax) 

Circle  8149 

See  our  ad  on  page  108. 

Jesana  Ltd. 

P0BOX17 
Irvington.  NY  10533 
(800)  443-4728 
(914)  591-4320  (fax) 

Circle  8181 

See  our  ad  on  page  97. 

River  Tank  Systems 

PO  Box  445 
Exeter  Rl  02822 
(800)  808-8822 
(401)  294-9510  (fax) 

Circle  85 

See  our  ad  on  page  55. 

Rock  N’Roli  Cycles 

PO  Box  1558 
Levelland.  TX  79336 
(800)  654-9664 
(806)  894-9646  (fax) 

Circle  8173 

See  our  ad  on  page  41. 

Roleez  Wheel  System 

571 1A  Sellger  Dr/Dept  E 
Norfolk.  VA  23502 
(800)369-1390/(804)461-1122 
(804)  461 -0383  (fax) 

Circle  847 

See  our  ad  on  page  112 

Top  End  by  Action 

4501  63rd  Cir  N 
Pinellas  Park.  FL  34665 
(800)  532-8677/(813)  522-8677 
(813)  522-1007  (fax) 
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Standing  Eqiilpmut 

James  Leckey  Design,  Inc. 

360  Merrimack  St 
Rivenivalk  Bldg  5 
Lawrence,  MA  01 843 
W 691 -5220 
(508)  691 -5230  (fax) 

Circle  858 

See  ouradoa  page  39. 

Mulhoiland  Positioning 
Systems 

PO  Box  391. 215  N 12th  St 
Santa  Paula,  CA  93061 
(800)  543-4769 
(805)  933-1082  (fax) 

Circle  865 

Ortho-Kinetics,  Inc. 

W220  N 507  Springdale  Rd 
Waukesha,  Wl  53187 
(800)  558-7786 
(41 4)  542-0625  (fax) 

Snug  Seat 

1081  Independence  Point  Pkwy 
Matthews,  NC  28106 
(704)  847-0772 
(704)  847-9577  (fax) 

Circle  855 

See  our  ad  on  page  57. 

Strollers 

Columbia  Medical  Mfg.  Corp. 

PO  Box  633 

Pacific  Palisades,  CA  90272 
(800)454-6612 
(310)  305-1718  (fax) 

Circle  8154 

See  our  ads  on  pages  12  S 121. 

Convaid  Products,  Inc. 

PO  Box  2458 
Palos  Verdes,  CA  90275 
(800)  552-1020/(310)  539-6814 
(310)  539-3670  (fax) 

Clrae8128 

See  our  ad  on  page  at 

Jesana  Ltd. 

POBox17 
Irvington.  NY  10533 
(800)  443-4728 
(914)  591-4320  (fax) 

Circle  8182 

Soe  our  ad  on  page  97. 
Kid-Kart 

732  Cnriser  Ln 
Belgrade,  MT  59714 
(800)  388-5278 
(406)388-1081  (fax) 

ClrOe899 

See  our  ad  on  page  12 
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Mulhoiland  Positioning 
Systems 

PO  Box  391, 215  N 12th  St 
Santa  Paula,  CA  93061 
(800)  543-4769 
(805)933-1082  (fax) 

Circled 

Racing  Strollers,  Inc/ 

Baby  Jogger 

PO  Box  21 89 
Yakima,  WA  98907-21 89 
(800)241-1848 
(509)  453-7732  (fax) 

Circle  m 

See  our  ad  on  page  96. 

Snug  Seat 

1 081  Independence  Point  Pkwy 
Matthews,  NC  281 06 
(704)  847-0772 
(704)  847-9577  (fax) 

CirOem 

See  our  ad  on  page  57. 

Stroller-Pack 

PO  Box  20707 
Juneau,  AK  99802 
(800)  487-9652/(907)  463-4843 
(907)  463-4889  (fax) 

Clrde*164 

See  our  ad  on  page  90. 

Tumble  Forms 

744  W Michigan  Ave 
Jackson,  Ml  49203 
(517)  789-3377 
(517)  789-3333  (fax) 

Circle  m 

See  our  ad  on  back  cover. 

Telephone  Equipment 

invoTek  Corporation 

700  W 20th  St,  ENRC 
Fayetteville,  AR  72701 
(800)  576-6661 
(501)  575-7446 

UHratec,  Inc. 

450  Science  Dr 
Madison,  Wl  53711 
(800)  482-2424  (V/TTY) 

(608)  238-3008  (fax) 

TVavel/Lelswe/Hotels 

The  Guided  Tour- 
Adult  Travel 

7900  Old  York  Rd,Ste114-B 
Elkins  Park,  PA  19027-2339 
(215)  782-1370 
(215)  635-2637  (fax) 

Vans 

The  Braun  Corporation 

1014SMonticelloSt 
VVinamac,  IN  46996 
(800)  THE-LIFT 
(219)  946-4670  (fax) 

Circle  mu 

See  our  ads  on  pages  9&11. 


Chrysler  Automobility  Program 

PO  Box  3124 

Bloomfield  Hills,  Ml  48302-3124 
(800)  225-9877 

Circle  m46 

See  our  ad  on  page  47. 

Ford  Mobility  Motoring 
Program 

PO  Box  529 

Bloomfield  Hills,  Ml  48303-9857 
(800)  952-2248 
(810)  621-3082  (fax) 

Circle  mss 

See  our  ad  on  inside  front 
cover. 

GM  Mobility  Assistance  Center 

PO  Box  9011 
Detroit,  Ml  48202 
(800)  323-9935 
(800)  833-9935  (TTY) 

(313)  974-4383  (fax) 

Circle  #96 

See  our  ad  on  page  73. 

Ricon  Corporation 

12450  Montague  St 
Pacoima,  CA  91 331 
(818)899-7588 
(818)  890-3354  (fax) 

Circle  #87 

See  our  ad  on  page  53. 

Vantage  Mini  Vans 

5214  S 30th  St 
Phoenix,  AZ  85040 
(800)  348-8267 
(602)  243-9843  (fax) 

Circle  m02 

See  our  ad  on  page  58. 

Van  Conversions 

Adaptive  Driving  Systems 

3534  Empleo  St,  Ste  B 
San  Luis  Obispo,  CA  93401 
(805)  549-7996 
(818)  882-0812  (fax) 

Areola  Mobility 

51  Karo  Rd 

Carlstadt,  NJ  07072 

(800)  ARCOLA-1/(201)  507-8500 

The  Braun  Corporation 

1014SMonticelloSt 
Wlnamac,  IN  46996 
(800)  THE-LIFT 
(219)  946-4670  (fax) 

Circle  m 15 

See  our  ads  on  pages  9 & 11. 

Drive-Master,  Inc. 

9 Spielman  Rd 
Fairfield,  NJ  07004 
(201)808-9709 


Forward  Motions 

21 4 Valley  St 
Dayton,  OH  45404 
(513)  222-5001 

GM  Mobility  Assistance  Center 

PO  Box  9011 
Detroit,  Ml  48202 
(800)  323-9935 
(300)  833-9935  (TTY) 

(31 3)  974-4383  (fax) 

Circle  #97 

See  our  ad  on  page  73. 

Handicap  Vehicle 
Specialists,  Inc. 

3306  E Washington,  #106 
Phoenix,  AZ  85034-1624 
(602)  275-3325 
(602)  275-1536  (fax) 

Independent  Mobility  Systems 

4100W  Piedras 
Farmington,  NM  87401 
(800)  IMS  VANS 
(505)  326-4846  (fax) 

LiftrJds,  Inc. 

2381  Pecan  Q 
FortWorth,TX  76117 
(817)429-7141  (metro) 

(817)  834-3881 
(81 7)  831 -7842  (fax) 

Monmouth  Vans,  /tccess 
& Mobility 

5105  Rte  33/34 

Farmingdale,  NJ  07727 

(800)  221-0034 

New  Era  Transportation 

810Moe  Dr 

Akron,  OH  44310 

(800)  638-8267/(21 6)  633-1 1 1 8 

(216)  633-0330  (fax) 

Ricon  Corporation 

12450  Montague  St 
Pacoima,  CA  91 331 
(818)  899-7588 
(818)  890-3354  (fax) 

Circle  #88 

See  our  ad  on  page  S3. 
Vantage  Mini  Vans 

5214  S 30th  St 
Phoenix,  AZ  85040 
(800)  348-8267 
(602)  243-9843  (fax) 

Circle  m(a 

See  our  ad  on  page  58. 

Van  Rwrtals 
Wheelers,  Accessible  Van 
Rentals 

661 4 W Sweetwater 
Glendale,  AZ  85304 
(800)  456-1371 
(602)  878-0501  (fax) 


13S 


Wheelchair  Getaways,  Inc. 

PO  Box  605 
Versailles,  KY  40383 
(800)  642-2042 
(606)  873-8039  (fax) 

WalMngAlds 

Jesana  Ltd. 

P0BOX17 
Irvington,  NY  1 0503 
(800)  443-4728 
(914)  591-4320  (fax) 

Circle  m83 

See  our  ad  on  page  97. 

Wheelchairs,  Manual 

Convaid  Products,  Inc. 

PO  Box  2458 
Palos  Verdes,  CA  90275 
(800)  552-1020/(310)  539-6814 
(310)  539-3670  (fax) 

Cirdem29 

See  our  ad  on  page  81. 
Freedom  Designs,  Inc. 

2241  Madera  Rd 
Simi  Valley,  CA  93065 
(800)  331-8551/(805)  582-0077 
(805)  582-1509  (fax) 

Circle  m70 

See  our  ad  on  page  124. 

Kid-Kart 

732  Cruiser  Ln 
Belgrade,  MT  59714 
(800)  388-5278 
(406)  388-1081  (fax) 

Circle  moo 

See  our  ad  on  page  12. 

MED  Certified  Repair  Centers 

3223  S Loop  289,  Ste  600 
Lubbock,  TX  79423 
(800)  477-6272 
Call  for  location  near  you. 

Circle  #93 

See  our  ad  on  Inside  back 
cover. 

Mulhoiland  Positioning 
Systems 

PO  Box  391, 215  N 12th  St 
Santa  Paula,  CA  93061 
(800)  543-4769 

(805)  933-1082  (fax) 

Circle  #67 
Ortho-Kinetics,  Inc. 

W220  N 507  Springdale  Rd 
Waukesha,  Wl  531 87 
(800)  558-7786 

(41 -S)  542-0625  (fax) 

Rock  N'Roll  Cycles 

PO  Box  1558 
Levelland,  TX  79336 
(800)  654-9664 

(806)  894-9646  (fax) 

Circle  #174 

See  our  ad  on  page  41. 
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I PRODUCTS  & SERVICES 


PRODUCTS  & SERVICES 


Snug  Seat 

1 081  Independence  Point  Pkwy 
Matthews,  NC  281 06 
(704)  847-0772 
(704)  847-9577  (fax) 

Circle  m 

See  our  all  on  page  57. 

TMI  (Technonuirketing,  Inc.) 

307  Bacon  Rd 
Rougernont,  NC  27572 
(919)477-1387 
(919)  477-2294  (fax) 

Circle  m 

See  our  atl  on  page  39. 

Top  End  by  Action 

4501  63rd  Cir  N 
Pinellas  Park,  FL  34665 
(800)  532-8677/(813)  522-8677 
(81 3)  522-1 007  (fax) 


Wlwalciuliri,  Powered 

The  Braun  Corporation 

1014SMontlcelloSt 
Winamac,  IN  46996 
(800)THE-LIFT 
(219)  946-4670  (fax) 

Circle  Iff  16 

See  our  alls  on  pages  9&11. 

Innovative  Products,  Inc. 

830  S 48th  St 
Grand  Forks,  ND  58201 
(800)  950-5185/(701)  772-5185 
(701)  772-5284  (fax) 

CirOemw 

See  our  ad  on  page  96. 

MED  Certified  Repair  Centers 

3223  S Loop  289,  Ste  600 
Lubbxk,  TX  79423 
(600)  477-6272 
Call  for  location  near  you. 

Cindem 

See  our  ad  on  Inside  back 
cover. 


Other 

Assoc  of  Birth  Defect  Children 

827  Irma  Ave 
Oriando,  FL  32803 
(800)  313-ABDC 

Circle  m 

See  our  ad  on  page  71. 

Bustop  Alert 

254  Charlevoix 

Grosse  Pointe  Farms,  Ml  48236 
(313)  885-8961 
(313)  885-7075  (fax) 

Circle  m 

See  our  ad  on  page  82. 

Diestco  Manufacturing 

PO  Box  6504 
Chico,  CA  95927 
(800)  795-2392 
(916)  893-2635  (fax) 

Cindemos 

See  our  ad  on  page  71. 

Melmark 

Wayland  Rd 
Berwyn,  PA  19312 
(610)353-1726 
(61 0)353-8528  (fax) 

Circle  1/69 

See  our  ad  on  page  113. 


Mentor  Urology 

5425  Hollister  Ave 
Santa  Barbara,  CA  931 1 1 
(800)  328-3863 
(805)  967-7108  (fax) 

Pro  Battery  Specialists 

890  W 23rd  St 
Hialeah,  FL  33010 
(800)  572-4888 
(305)  884-3483  (fax) 

Circle //t9 

See  oar  ad  on  page  80. 

Rhamdec,  InciMydesc  Division 

476  Ellis  St 

Mountain  View,  CA  94043-2240 
(415)  965-3251 
(415)  965-2240  (fax) 

Circle  1/37 

See  our  ad  on  p'jge  97. 

Sportime  Abilitations 

One  Sportime  Wy 
Atlanta,  GA  30340 
(800)  850-8602 
(800)  845-1535  (fax) 

Circle  1/23 

See  our  ad  on  page  10. 


Did  I Hear  You  Say  Help? 


Nttional  Christian 
Rttourca  Cantaron 
Manta!  Ratardation 

a$«vic9ofi 

Bethesda 

LUTHEnAN  HOMES 
AND  BEnVICSB.  INC. 

700  Hoffman  Dr. 
Watertown,  Wl  53004 

A.L.  Napolltano 
Executive  Director 

Call  I^OO-369-lHro 


□ Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□ Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


Then  call  our  toll-free  hotline  1-800-369-INFO. 
We  offer: 

♦ Lists  of  services  in  specified  geographic  areas. 
» Referrals  to  advocacy  and  support  groups. 

» Referrals  to  religious  education  programs. 

♦ Lists  of  religious  materials. 


Bethesdc  offers  workshops  and  resources  to  help 
you  build  parish  ministries  which  fully  include 
persons  with  disabilities  and  their  families.  For 
more  information  call  1-800-369-INFO. 


Circle  *S4 

EXCEPTIOHAl  PARENT  / JANUARY  1995 


Exceptional  Parent’s 

1995  RESOURCE  GUIDE 

Sold  separately  for  $9.95 
CaU  800-535-1910 


Put  Your  Honey  in  a Gunny 

The 

Gunny  Sacit 

Lap,  Leg  and  Feet  Cover 

* Reece  lined  for  warmth 

• lOO'Xi  waterproof 

To  Order  Call 

800-795-2392 

pP^  DIESTCO  Manitfaelurlng 

^ P.O.  Box  6504  ♦ Chico,  CA  95927 


X i 


Remember  to  tell  them  you  saw  it 

in  Exceptional  Parent! 
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Market  Place 


Ross’  Bibs-— Hsco*  Nic. 

PO  Box  5642,  Asheville,  NC  28813 
Call  (704)  274-0075 
Bibs  are  made  of  machine  wash- 
able, heavy  duty  vinyl.  Large  child 
size  is  $1 3.95;  small  adult  size  is 
$15.95;  plus  $2.00  shipping.  Call 
for  more  information. 


Clothing 


Ridimaa  Cotton  Company 

1(X)%  Ctotton  Clothing  & Blankets 
Easy  to  dress.  Easy  to  see. 

FREE  Catalog.  800-992-8924. 


Consulting 


Payntar  Educational  Partners 

P.O.  Box  42829-1001 
Houston,  TX  77242-2829 
(713)  568-7954 

Call  for  FREE  Guide  for  parents  & 
FREE  20  minute  consultation  for 
education/social  skill  problems  or 
write  for  FhtE  copy  of  Guide. 


HWU)  Manutacturbig 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for 

safety  in  hospitals.  216  colorful 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


Equipment  Dealers 


National 

iUnerican  DIsGOunt  IMical 

Pediatric  Equipment  Specialists. 
Hundreds  of  major  brands  of  equip- 
ment & supplies  discounted  to 
50%— Tumbleforms,  Jay,  Roho, 
Kaye,  Snug  Seat,  Columbia, 
Convaid,  Guardian,  E&J,  Invacare  & 
others.  Call  for  FREE  BROCHURE. 
1-800-877-9100. 

HMith  Sctonce,  Inc. 

418  Wall  Street,  Princeton,  NJ  08540 
(609)  924-761 6 & (800)  841  -8923 
Authorized  Dealer  for: 

Ablenet  • Abovo  • Ability  Research 

• Canon  • Franklin  • Innocomp 

• InteliiTools  • Mayer-Johnson 

• MultiVolce  by  lAT  • Tash  • Tiger 

• Toys  for  Special  Children 
Take  advantage  of  our  loaner, 
roacinn  gpcj  dlscount  program. 


Massachusetts 

Atlantic  Raiwb.,  bw. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 
(617)  894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
more  information. 


Incontinence 


HioiUffi  Supply 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 

ATTENDS  YOUTH  BRIEFS  fits  chil- 
dren 35-75  lbs.  $51 .95/cs  (96), 

Free  Delivery.  Also — Depend, 
Serenity,  other  Items.  Manufacturer’s 
coupons  accepted.  Free  Catalog! 

H.D.I.S. 

1215  Dielman  Industrial  Court 
Olivette,  MO  63132 
(800)  538-1036 

See  our  ad  in  this  issue. 

Summers  Uboiatoilos,  Inc. 

(Dollegeville,  PA  19426 
(800)  533-SKIN  (7546) 

Triple  Paste"^”  for  diaper  rash  and 
chronic  irritation.  Used  at  leading 
children’s  hospitals.  Available  with- 
out prescription.  Call  now  fcr  free 
treatment  information. 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE 
MILE  away.  FREE  catalog! 


. Software 


UCLA  Microcomputer  Prci«ct 

1000  Veteran  Avenue/Rm  23-10 
Los  Angeles,  CA  90024 
(310)  825-4821 

Catalog  of  dev.  appropriate  software 
for  children  w/disab.  18  mths-5  yrs. 
Apple,  Mac,  IBM,  cause/effect, 
game  fo.mat,  basic  preschool 
concepts 


BOOKS,  AUpiO/VmEO-^ 
. & EDUCATIONAL  MATERIAL- 

Books  lor  Parents 
and  Professionals 


Ikirtit  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  colorful 
illustrations  address  real  issues 
found  in  the  lives  of  real  children 
with  disabilities.  Provide  a bridge  of 
understanding  for  your  children  with 
disabilities,  siblings  & friends.  FREE 
Brochure.  Jason  and  Nordic 
Publishers,  PO  Box  441 . 
Hollidaysburg,  PA  16648. 

FAX  (814)  696-4250 


Catalogs' 


Froo-Tbo  NEW  Spodal  Noodo 
PralocIBookCaMog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  & 
professionals.  Special  Needs 
Project,  3463  State  Street,  Santa 
Barbara,  CA  93105,  (800)  333- 
6867. 


Edpcationai  IVfateriais 


Free— The  1895  Woodbkw 
House/Spedal4toods 

CoHecfioni  a catalog  of  excellent 
books  for  parents,  children,  and 
professionals  on  autism,  CP,  Down 
syndrome,  Tourette  syndrome,  men- 
tal retardation,  visual  impairment, 
physical  disabilities,  special  educa- 
tion, and  more.  Woodbine  House, 
6510  Bells  Mill  Road,  Bethesda, 

MD  20817,  (800)  843-7323. 


Videotapes  ■ 


Cariifash  Uideo 
for  SnaciaB  Kids 


No  ulidng.  Vbual  voyage  thru 
water-filled  action  of  working 
carwash.  Hours  of  educational, 
CLEAN/unl  Ages  3-h  Color  HiH 
25  min.  For  Home  & Schools. 
$1995^  1-800-383-8811 


Interax  VWeo 
Sign  Language  Course 

Illustrates  1 200+  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  reference  of  equiv- 
alent English  word.  Free  Brochure. 
$199  (+$4.50  s&h).  Interax 
Training,  Inc.,  PO  Box  473106, 
Garland,  TX  75047-3106,  (800) 
242-5583. 


'Publications 


Parent  Pro  PuMicaCans 

Educational  “know-how"  for  parents. 
Effective,  easy  to  use  materials. 
HOMEWORK  Troubleshooter  $14.00 
Power  CLASSRCXDM  OBSERVA 
TION  $12.00.  Free  catalog. 

5374  Linda  Vista  Road.  Suite  D 
San  Diego.  CA  921 10 
(619)688-1323 
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VAW  CONUEBSION 
DEALERS 


Connecticut 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors:  custom  dri- 
ving equipment:  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  membe. 

Illinois 

C & C FdnHyieroury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  & doors,  Braun  lifts  & tie-downs 
installed  by  certified  technicians. 
NMDEA  niember. 

Indiana 

Forward  MotSons 

214  Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 

C & C FonHHoroury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  & doors,  Braun  lifts  & tie-downs 
installed  by  certified  technicians. 
NMDEA  member. 


Kentucky 

CaCRwiI  Mwcury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  & doors,  Braun  lifts  & tie-downs 
installed  by  certified  technicians. 
NMDEA  member. 

Fonward  Mottem 

214  Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 


(Uatings  continued  on  next  page) 
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VAN  CONVERSION 
\ DEALERS 


Massachusetts 


HtmUctp  MoMHty;  inc. 

81  Pond  Street 
Norfolk.  MA  02056 
(508)  384-1220 

Handicap  Mobility,  Inc.  is  the  pre- 
mier installer  and  service  center  for 
vehicles  with  adaptive  equipment  in 
Southern  New  England. 


A/ew  Jersey 


iircote  MoMilty 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun.  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don’t  have  it,  we’ll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Difvt-Mattsr,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors:  custom  dri- 
ving equipment,  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


New  York 


Ohio 


Aicola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 

We  carry  products  from  the  follow- 
ing manufacturers:  Braun,  KneeKar, 
Vantage.  Ricon,  and  Pick-A-Lift.  If 
we  don’t  have  it,  we'll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Prtwt  Maitir>lnc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors:  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Foiwml  Motfons 

214  Valley  Street 
Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 

ClrCronl  Mwrcwy 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  & doors,  Braun  lifts  & tie-downs 
installed  by  certified  technicians. 
NMDEA  member. 


Pennsylvania 


Dit¥i  Maitir,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors:  drop  floors;  custom  dri- 
ving equipment:  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Tennessee 


CftCM-Memiry 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 

New/used  van  conversions,  raised 
roof  & doors,  Braun  lifts  & tie-dowr^ 
installed  by  certified  technicians. 
NMDEA  member. 
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'Sfiato'' 


Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTENTION  DEFICIT  DISORDER 


Help!  This  Km’s  Dhivdig  Me  Gsaz?! 

The  Young  Child  with  Attention  D^tDiaoider 

• L.  Adkins  & J.  Cady 

Information  about 
typical  behavior  char* 
acteristics;  sugges- 
tions on  how  to  foster 
the  development  of 
appropriate  behavior. 

$5.00 
$89.00 


HtlPI  THU  Wt 

mm  ME  CftAZYl 


raMOAD  (book) 
PE040(tape) 


AUTISM 


Acttotiesfoe 
Deveuipino  Phe^eill 
Concepts  in  Chiidken 
WITH  Autism 

Toni  Flowers 

Each  activity  is  designed  to 
tell  educators  what  they  are 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
need  to  teach  the  activity.  The 


activities  are  adaptable  for  children  of  all  levels. 

PC0350D  $29.00 
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Our  OF  Silence 
A Journey  into  language 

Russea  Martin 
A heartfelt  account  of  an 
autistic  child  struggling  to 
gain  the  gift  of  speech,  expos- 
ing the  depth  of  the  mind  and 
heart. 

HH083AM  $22.50 


Beaching  the 
AunsTic  Child 
Martin  Kozloff 
Focuses  on  a parent  training 
program  that  shows  how  to 
improve  the  environment  of 
the  autistic  child. 

0108300  $14.95 


t <111  1 

\uu\  i iiild 


ERIC 


DISABILITY,  GENERAL 


The  Best  To%  Books, 
&VmEOSFOEKms 
Joanne  Oppenheim 
& &IEPHANIE  Oppenheim 
A guide  to  over  1000  kid- 
tested,  classic  and  new  prod- 
ucts with  features  on  products 
for  kids  with  special  needs. 
HC0820D  $12.00 


Cant  Your  Child  See? 

A Guide  for  Farenis  of 
VUuaUy  Impaired  Children 
E.  Scott,  E Jan  & R.  Freeman 
Practicai  guidelines  for  heiph 
I ingvisually  impaired  children 
reach  their  full  potential 
PE0410D  $23.00 


TheChhjoWho 
Never  Grew 
Pearl  Buck 

Brings  back  into  print  Buck’s 
inspiring  account  of  her  strug- 
gle to  help  her  daughter  with 
mental  retardation. 

WB008MR  $14.9$ 


Chudrenwith 
DlSABlUTlES:  A Medical 
Primer 
M.  Batskaw 

For  parents  and  professionals. 
Over  200  detailed  illustra- 
tions, an  extensive  glossary, 
and  section  on  syndromes. 

P60710D  $29.00 


Computer  Resources 
FOR  People  with 

DiSABETTES: 
to  Ejploring  Today^s 
AMisUce  Technology 
The  Alliance  for 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-Unlate  answers. 

HP0870D  $14.95 

The  Conquest  of 
Mental  Betasdation 
Burton  Butt 

Basics  of  the  field — history, 
classification,  and  defini- 
tions— but  also  discusses  con- 
I troversies:  nature  vs.  nurture, 

[ deinstitutionalization  vs. 
institutionalization,  and  the 
educability  hypothesis. 

I K047MR  (hari)  $38.00 
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PJ.A0ilBS8,ED.D 
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SEXGAimftTBE 

Person  WITH  IhHNA 

Bifida 

SJi.  Sloan,  PhD 

Dlls  book  was  written  to 


iamiUes  and  pemns  with 
^ina  bifida  may  have  about 
their  sexuality. 

$9J5 


CopiNQ  WITH  Cerebral 
VMSiiAMwersloQueB- 
Uon$  Parents  Often  Ask 
JaySchliechkorn 
Provides  answers  to  more 
than  300  questions  that  have 
been  carefully  researched. 
PC037PD  $24.00 


The  Early  Intervention 
DicnoNARY 

A MuUirdiscipUnary  Guide 
to  Terminology 

Jeanine  Coleman,  M.Ed. 

Defines  and  clarifies  terms 
used  by  the  many  different 
medical  therapeutic,  and 
educational  professionals  who 
provide  early  intervention 
services. 

WB030B  $16.95 

The  Illustrated 
Dibectoky  of  Disabiltiy 
Pboducts 
Monte  Mace 

Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  so  con- 
sumers can  get  more 
Information. 

TP0260D  $1Z95 
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The  Language  of  Toys 
Teaching  CommwUcciUom 
SkiUa  to  SpeckU-Needt 
CkOdrem 

S.  ScHWAm  & J.  Miller 
Teaches  parents  how  to 
improve  their  child’s  commu- 
nication skills  at  home  with 
fun,  easy-to-follow  exercises. 
WB0200D  $14.95 


LmiE  Childken, 

Big  Needs:  Pamito 

Discms  Raisi^  Children 
lUth  Exertional  Needs 

Don  Weinhouse,  Ph.D.  and 
Marilyn  Weinhouse,  MX 
What  are  the  concerns  of 
parents  who  raise  disabled 
children?  Contains  candid 
interviews  with  60  families 
of  children  with  a wide  range 
of  disabilities. 

UP0880D  $1Z95 


■ PHYSICIANS’ Guide 
TO  Rake  Diseases 
Edited  BY  J.G.Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75.50 


Planning  FOR 

|wUU|raMn  THE  Future 

Providing  a Meaningful  I4fe 
for  a Child  with  a Disability 
'IH  ttfter  Your  Death 

I Mark  Russell 

9|  $24.95 


Teaching  the  Young 
Child  WITH  Motor 
Delays:  i4i?u^/or 

Parents  and  Professionals 

M.  Hanson  & S.  Harris 
Provides  information  to  par- 
ents on  how  motor  develop- 
ment influences  other  areas 
of  development 
PE049PD  $27.00 
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You,  Your  Child  and 
**Special”  Education 
A Guide  to  Maldng  the 
System  Work 
Barbara  Coyne  CmiER 
Shows  parents  how  to  obtain 
the  educational  services  their 
child  rightfully  deserves. 
PB0530D  $22.00 
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HIUIiNdSCH-' 
CIUUHIKN  WITH 
IHSABU^ITIES 


It  Isnt  Fair! 

SibUngs  of  Children  with 
Disabilities 

Edited  by  S.D.  Klein 
& M.J.  SCHLEIFER 
Features  chapters  by  parents, 
siblings  and  professionals. 

EPOOIEP  $14.95 


Siblings  of  Children 
with  Autism 

A Guide  for  Families 
S.L  Karris,  Ph.d. 

Understand  sibling  relation- 
ships, how  autism  affects 
them  and  what  families  can 
do  to  support  their  other 
children. 

WB096AM  $12.95 
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item.  Foreign  - $6.50  for  1 Item;  76<  for  each  additional  Item. 
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NJ  Residents 
add  OX  Sales  Tax  ^ 
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[ Shipping 
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™ Zip  _ 


1 

1 

U S.  fundu  only.  Thoso  pricos  are 

subject  to  change.  Please  allow  4-C 
weeks  hr  deitvery.  Returns  must  be 

made  within  4 weeks  of  delivery 

No  overseas  returns 


Telephone 

I have  enclosed  my  check  payable  to  Exceptional  Parent  or  charge  to  my:  U Visa  □ Mastercard 

Account  Number: - - - Exp,  Date / 
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^ Siblings  of  Children  V 
C with  Special  Needs  1 
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SmsKOPS 

Workshops  for  SibUngs  of 
Children  with  SpeckU  Needs 

Donald  J.  Meyer 
How  to  provide  peer  support 
and  educational  opportunities 
for  sisters  and  brothers  of 
children  with  special  needs. 
PB0860D  ^00 


INJURY 


When  Young  Children 
ARE  Injured:  F’aifiHfes 
asCare^xersinBorttais 
andalHome 
J.  Halhwanger  & M.  Lash 
A book  about  the  family’s  role 
in  caregiving  when  a young 
child  is  ii\|ure<L 
EP085ML  $7.50 

(hKlMdes  shipfinQ  charges) 


When  Your  Child  Goes 
TO  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front almut  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(bidudes  shipping  charges) 


When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
on  Families 
Marilyn  Lash 

Topics  Include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

( Includes  shipping  charges) 


CHILDREN’S  BOOKS 


Joey  and  Sam 

I.  Katz  & E.  Rrrvo,  M.D. 

A heartwarming  storybook 
about  autism,  a family,  and 
a brother’s  love. 

RL099AM  $9.95 


My  Buddy 

A.  OSOFSKY 

Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
HH009CB  $5.95 


TRUST 

In  some  relationships  it  comes  natiiralh/, 
in  others  it  has  to  be  earned. 


■ At  MED  Certified  Repair  Centers,  we  know 
we  have  to  earn  your  trust.  We  re  conti- 
deni  your  trust  will  be  earned  once  you've 
experienced  our  rapid  turn-around  time,  our 
courteous  and  highly  talented  repair  technicians, 
and  our  guaranteed  repairs  at  lair  prices 

■ MED  Certified  Reoatr  Centers  are  a nation- 
wide networK  oi  independently  owned  and 
operated  rehabilitation  and  home  medical 
equipment  retailers  and  repair  centers  that  are 


Our  Pi-.RSONAi. 
Guarantll:  Tc^  You 

Or/r  sfrtff  will  be  coinicou:^ 
to  i/on  nf  nil  timoi. 

Tluy  will  onl}/  do  work 
flint  i/oii  hnvc  nuthorized. 

Our  Inbor  will  be  ifunrnntced  for 
30  dnysfrom  dntc  ofrepnir. 

Wr  will  wnrrnnhj  replncement 
pnrtsfor  90  dni/sfrom  iustnllntiou. 

We  will  mnke  nvnilnble  to 
you,  for  your  inspection, 
nil  parts  we  replace. 


dedicated  to  keeping  active  people  active. 
■ Through  a series  of  graduated  levels  of  train- 
ing and  education,  our  technicians  are  instructed, 
tested,  and  certified  to  competently  assess  and 
repair  your  manual  and  power  drive  wheelchairs 
MED  certified  techs  are  Simply  the  Best 
Trained  Techs'  m the  industry  We  would  like 
the  opportunity  to  earn  your  trust  and  invite  you 
to  visit  your  nearest  MED  Certified  Repair  Center 
the  next  lime  you  need  service 


MED  Certijfied  Repair  Centers  Keeping  Active  People  Active 


CALL  1-800-477-6272 

for  the  MED  Certified  Repair  Center  nearest  you. 
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Presenting  Problem:  1979 

• 18  months  old,  6 weeks  Post-Near  Drowning  Insult 

• Severe  spasticity  with  extensor  posturing 

• High  risk  for  the  development  of  contractures 


6 Months  Post  Accident 

• Excellent  postural  support  of  the  pelvis,  trunk  and 
head 

• Reduction  of  muscle  tone  while  positioned 


1992:  Unsupported 

• Abnormal  posturing  is  evident,  but  has  not 
developed  into  severe  fixed  deformities 

These  results  are  not  unique. 

1992: 14  Years  Post  Injury 

• Symmetrical  alignment 

• Total  cost  (2  seating  systems)  $6,110.00 

. . .We  are  proud  of  our  history! 

For  More  Information  on  the  Growth  Guidance  System™  (GGS™)  please  contact: 

Mulholland  Positioning  Systems,  Inc. 

(800)  543-4769  (KID-GROW) 

P.O.  Box  391 

(805)  525-7165 

Santa  Paula,  CA  93061 

FAX  (805)  933-1082 
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The  Kindness  of  Strangers  by  Betty  VanHoogmoed 

Daycare  experiences  kelp  a family  learn  to  trust  again. 

A New  Vision  for  the  Assessment  of  Young  Children  by  Stanley 
I.  Greenspan,  Samuel  Meisels  and  the  ZERO  TO  THREE  Work  Group ... 
Assessment  should focus  on  a child’s  interactions  with  trusted  caregivers. 

Daycare  for  Children  Who  are  Medically  Fra^e 

by  Wanda  Monical 
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(by  James  May),  live  in  Monroe, 
Washington  with  mom  Debbie  and 
brothen  B.J.,  W,  and  Jason,  6.  Kyle, 
whohasDmim  syndrome,  is  7iow 
eight  years  old 
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We  have  come  a long  way  from  the  days  when  parents  of  infants  with  special 
needs  were  given  but  two  choices — ^take  your  baby  home  and  “accept,”  or 
“place”  your  child.  Neither  choice  served  the  needs  of  families  or  offered 
hope  for  the  future.  Today,  there  are  far  more  positive  choices  and 
opportunities.  For  many  infants,  young  children  and  their  families, 
participation  in  early  intervention  and  preschool  daycare  pro- 
grams are  essential  beginnings. 

As  parents  and  professionals  work  to  provide  optimal  opportu- 
nities for  children  to  thrive,  they  need  to  determine  the  best  ways 
to  utilize  resources  to  meet  a child’s  special  needs.  This  is  a never- 
ending,  challenging  and  complicated  process  requiring  respectful, 
ongoing  collaboration  between  parents  and  professionals — 
another  challenging  and  complicated  process!  But  because  we,  as 
humans,  wish  our  lives  and  decisions  were  less  burdensome,  we  are  attracted  to 
quick  and  easy  answers.  This  is  true  of  our  efforts  in  early  childhood  programs;  we 
want  to  know  exactly  what  to  do  (assessment),  get  on  with  doing  it  (intervention), 
and  move  on  to  next  step  (transition)!  It  is  as  if  we  believe  everyone  knows  how  to 
help  children  grow  into  empowered,  productive  and  joyful  adults,  or  that  we  believe 
we  need  not  be  concerned  because  some  automated  teller  will  deliver  whatever  is 
necessary. 

With  the  help  of  creative,  energetic  parents  and  professionals  from  Texas  to  Nova 
Scotia,  this  issue  illustrates  the  beauty  of  inclusive  early  childhood  programs  that 
are  carried  out  with  careful  assessment,  collaboration,  training  and  appropriate 
interventions.  At  the  same  time,  articles  on  assessment  and  transition,  along  with 
positive  and  negative  stories  of  real  children  in  real  programs,  demonstrate  that 
while  nurturing  all  children  is  hard  work,  nurturing  children  with  special  needs  is 
even  harder.  Accordingly,  when  our  efforts  are  not  as  successful  as  we  wish,  let  us 
not  blame  a child’s  disability,  parents’  perceived  inadequacies  or  even  professionals’ 
lack  of  training.  Instead,  caring  parents  and  professionals  can  learn  from  one 
another  and  from  the  children  and  move  forward. 

Our  goal  is  to  help  parents  become  better  consumers  and  to  allow  them,  along 
with  health  and  education  professionals,  to  benefit  from  existing  know-how  and  to 
work  to  improve  current  options  and  to  create  new  and  better  choices  for  children 
and  families. 

Mixed  messages 

Although  most  of  this  issue  is  up-beat,  the  Gv£st  Editorial  and  Networking  from  the 
NPND  are  wake-up  calls  to  all.  Thoughtful  public  policy  leaders— people  with 
disabilities  and  parents — ^wam  that  the  mood  in  Washington  may  be  dangerous  to 
children  and  young  adults  with  disabilities  and  their  families.  Once  again,  it  is  time 
to  educate  political  leaders  so  they  can  appreciate  that  the  opportunities  and 
choices  for  parents  and  children  described  in  this  issue  have  an  important  history^ 
and  have  evolved  because  dedicated  parents  and  professionals  have  insisted  that 
public  attitudes  change  and  barriers  be  removed. 

Unfortunately,  these  messages  have  forced  us  to  postpone  our  December  promise 
to  report  on  the  failed  congressional  health  care  reform  proposals  that  reflected  the 
concerns  of  people  with  disabilities,  family  members  and  professionals. 

Remembering  Irv  Zola 

In  February  1994,  we  initiated  a new  regular  department — Role  Models.  In  each 
subsequent  issue,  adults  with  disabilities  have  shared  their  personal  stories,  hopes 
and  dreams,  In  this  issue,  we  mourn  Irving  Zola’s  recent  death  while  honoring  his 
distinguished  life  by  sharing  a small  sample  of  his  powerful  writings.  Readers 
throughout  the  world  can  learn  from  his  model, 
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A Few  Miles  on  the  OF  Rocker 

Thanks  to  Edward  Sample  for  his 
Fathoms'  Voices  piece,  “A  Few  Miles  on 
the  or  Rocker”  (December  1994).  I am 
one  of  those  people  who  call  needing 
information  about  children.  The  other 
day  I made  a call  and  a father 
answered.  I scheduled  the  2^pointment 
for  the  family  interview  with  him.  He 
was  very  clear  about  intending  to  be  a 
part  of  ^e  process. 

Why  do  we  ask  for  the  mother  when 
we  call  or  visit?  Probably  because  she 
is  the  one  who  usually  is  there;  proba- 
bly because  that’s  the  way  we’ve 
always  done  it;  probably  because  if  we 
regularly  include  dads,  we  have  to 
work  overtime  and  thus  take  away 
from  our  owm  families.  The  probabili- 
ties could  go  on  forever,  depending  on 
the  individual  caller  and  family. 

Please  know  that  most  of  us  under- 


stand the  importance  of  an  “intact” 
family.  We  appreciate  the  moral,  physi- 
cal and  financial  support  that  fathers 
and  mothers  give  to  each  other  and, 
therefore,  are  better  able  to  give  to 
their  children. 

Thank  you  again  for  calling  our 
attention  to  our  need  to  be  ever  sensi- 
tive to  each  family  situation. 

— Patsie  L.  Williams,  LCSW-C 
Chief,  Div.  of  Developmental 
Disabilities,  Baltimore  County, 
Dept,  of  Public  Health,  Maryland 

Religious  Participation 

How  encouraging  it  was  to  read  your 
December  (1994)  issue  focusing  on 
“Religious  Participation  for  All.”  Your 
selection  of  authors  covered  a wide 
spectrum,  and  the  clarity  of  their  mes- 
sage is  just  right  for  us  to  share  with 
religious  leaders  who  are  uninformed. 

I particularly  like  the  title  of  one  arti- 
cle, “Catholic  life  for  Cldldren  with 
Disabilities.”  It  implies  more  than  ser- 
vices provided;  our  spirituality 
influences  every  aspect  of  life.  Parents 
and  siblings  are  renewed  in  theii*  own 
faith  when  they  see  a person  with  a dis- 


Ten  us  about... 

...taUdiig  to  your  child 
about  his  or  her  disability. 

Write  to:  Headers  Talk,  Exceptional 
Parent,  209  Harvard  St,  Suite  303, 
Brookline,  MA  02146,  (617)  73(18742 
(fax).  A sampling  of  reader  responses 
to  this  question  will  appear  in  a future 
issue. 


ability  welcomed  into  their  religious 
community.  You  have  provided  a vital 
service  to  families  by  encouraging 
them  to  see  religious  experience  as  an 
important  part  of  all  their  lives. 

— Sister  Rita  Baum 
Ministry  With  People  With  Disabilities, 
Diocese  of  Palm  Beach,  Florida 

□ Congratulations  for  your  courage  in 
taking  a great  step  forward  and  assert- 
ing the  importance  of  “faith”  as  we 
attempt  to  address  all  areas  of  a per- 
son’s life!  What  a beautiful  link  your 
magazine’s  issue  on  religious  participa- 
tion (December  1994)  will  be  to  educat- 


Correction:  The  phone  nuynbej' listed  for 
the  Episcopal  Ckuivh^s  Diocesan  Office  on 
Ministry  with  Pasons  with  Handicaps 
was  inconvct  in  the  December  1994  issue. 
The  nurnber  is  ( 012)  721-1 103.  Excep- 
tional Parent  apologizes  for  the  envr. 


^ lb  reach  out  to  parents 
qf  children  with  disabilities 
and  special  health  care  Tieeds. 

^ lb empowermothers and 
fathers  by  provuHng  practical 
iifformation  and  emotioml 
support 


EtnoKUi  HaytsoiY 

USK  BLUMBERG,  J.D.,  Corporate 
Attorney,  Aetna,  Hartford,  CT 
T.  BERRY  BRAZELTON,  M.D.,  Clinical 
Professor  Emeritus  of  Pediatrics, 
l Harvard  Medical  School,  Boston,  MA 

! FRANCES  P.  CONNOR,  Ed.D., 

Professor  Emcrita,  Special 
Education,  Columbia  University 
Tleachers  College,  New  York,  NY 
ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 


EU  FACTOR,  D.M.D.,  Parent, 
President,  Wheelchair  Motorcycle 
Association,  Brockton,  MA 
MURRAY  FEINGOLD,  MJD.,  Physician- 
in-Chlef,  National  Birth  Defects 
Center,  Waltham,  MA 
SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  A WORLD  OF 
DIFFERENCE  Institute.  Antl- 
Defamatlon  League,  Boston,  MA 
BRUCE  M.  GANS,  M.D.,  President, 
Rehabilitation  Institute  of  Michigan, 
Detroit,  MI 

SOL  GORDON,  Pti.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  i-.Y 
STANLEY  1.  GREENSPAN.  M.D., 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
W^hington  University  Medical 
School,  Wishington,  IX) 

HERBERT  J.  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology, 
and  Psychiatry,  Unk  of  Michigan 
Medical  Center,  Ann  Arbor,  MI 
DAVID  HIESCH,  M.D.,  Phoenix 
Pediatrics,  Phoenix,  AZ 
GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rockland  County 
Center  for  the  Physically 
Handicapped,  Pomona,  NY 


SUSAN  M.  KLEIN,  Ph.D.,  Professor 
of  Special  Education,  School  of 
Education,  Indiana  University, 
Bloomington,  IN 
DINALOEBL,Bd.D.,OTR, 

Associate  Professor,  Department 
of  Occupational  Therapy,  School 
of  Education,  New  York  University, 
New  York,  NY 

EDWIN  W.  MARTIN,  Ph.D.,  President 
Emeritus,  National  Center  for 
Disability  Services,  Albertson,  NY 
JAMES  MAY,  MA,  M.Ed.,  Project 
Director,  National  Fathers’  Network, 
Bellevue,  WA 

JEANB.McGREW,Pli.D., 
Superintendent,  Glenbrook  School 
District  #226,  Glenview,  IL 
EDWARD  NEWMAN,  Ph.D.,  Professor, 
Temple  University  School  of  Social 
Administration,  Philadelphia, 

BETTY  PENDLER,  M.8.,  Parent, 
Member,  New  York  State 
Developmental  Disabilities  Planning 
Council,  New  York,  NY 
STEVEN  r.  PERLMAN,  D.D.S., 
M.Se.0.,  Assistant  Clinical  Professor, 
Boston  University  School  of 
Dentistry,  Boston,  MA 


HARVEY  PRESSMAN,  President, 
Corporation  for  Opportunity 
Expansion,  Newton,  MA 
SIEGFRIED  M.  PUESCHEL,  M.D., 
Parent,  Prof,  of  Pediatrics,  Brown 
Unlv.  School  of  Medicine, 

Providence,  RI 

PEGGY  MANN  RINEHART,  BA, 
Parent,  Director  of  Communications, 
Center  for  Children  with  Chronic 
Illness  and  Disability,  Uidversity  of 
Minnesota,  Minneapolis,  MN 
JEROME  ROSNER,  O.D^  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston,  TX 
HARIIYN  ROUSSO,  AC  AW.,  Director. 
Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  MA, 
Director,  Child  Life  Dept.,  Rhode 
Island  Koapital,  Providence,  Rl 
HOWARD  SHANE,  FIlD.,  Director, 
Communications  Enhancement 
Center,  Gldldren's  Hospital. 

Boston,  MA 

CAROL  TTNGEY,  Ph.D.,  Parent, 
Psychologist,  University  of  Utah 
Hospital,  Salt  lake  City.  liT 
HAROLD  TURNER,  D.D.S.,  Associate 
Professor,  Retired,  School  of 
Graduate  Dentistry,  Boston 
University,  Boston,  MA 
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Ford  Motor  Company  understands  that  a Physical 
disability  doesn't  mean  life  can't  be  rewarding.  For 
many,  there's  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That's  why  your  Ford  and  Lincoln^Mercury  dealers 
want  your  active  life  to  include  a new  1 994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that's  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call.  You'll 
know  you've  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There’s  nothing  for  you  to  send  in ... 
and  there’s  no  waiting  for  your  check! 

You’ll  also  receive  a complimentary  Ford  Cellular 
Telephone^  and  Roadside  Assistance^  for  the 
duration  of  the  bumper-to  bumper  limited  warranty. 


MSmiTfUl. 

AAOTORIimP. 

PROGRAM 

INFORMAnON  YOU  NEED ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  aiso  provides ... 

■ friendly  toll-free  and  special  “TDD"  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a “prescription"  for  your  vehicle’s  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  inadditionio  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all,  you  get  Ford  Motor  Compan/s  products 

and  services.  A Company  where  quality  and  service 

are  always  "Job  1!" 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van.  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users: 
1-800-TBD-0312).  You’ll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
have  learned  that  the  process  is  really  simple.  You'll 
also  see  how  Ford  products  adapt ...  for  versatility, 
convenience  and  just  plain  motoring  fun.  Just  ask  for 
your  free  video  when  you  cat!  us. 

PROGRAM  PERIOD 

October  1 , 1 994  - September  30, 1 995 

' Customer  is  responsibie  lor  a I2l-<by  minimum  xtivation  on  tne 
Ford  Cellular  Sjfstem.  Some  local  individual  carriers  may  require 
a longer  agreement  as  well  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional.  To  be  eligible  for  the 
complimentary  Ford  Cellular  Telephone,  the  customer  must  siso 
live  in  an  area  covered  by  the  Ford  Cellular  System  at  the  time  of 
the  purchase  or  lease. 

* ksk  your  deHer  for  a copy  of  the  limited  mranty  and  complete 
details  of  the  ftoadside  Assistance  Plan.  Vehicles  covered  by  the 
Lincoln  CommUmenL  F-Series  Preferred  Care  or  Bed  Carpet 
Lease  plans  have  additional  benefits 


A NEW  CAR,  VAN  OR  LIGHT  TRUCK  ...  ADAPnVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 

^ 0 [in^rv^ercury  Divisions 
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Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Havench 


L§Urope’s  leading  line  of  specialized 
.^^pycies,  tricycles  and  tandems 
' available  in  North  America 
frame.  Duel  caliper,  drum 
^0^  coaster  brakes  available. 
^*'**:~'^‘'*'*  brakes  standard, 
itest  styling  and  wide 
lofce  of  colour 
mbinations. 
re  than  30  specially 
signed  accessories  to 
it  every  need. 
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ing  professionals,  parents,  consumers 
and  tlie  community  alike  to  the  holistic 
needs  of  each  person. 

Kudos  also  to  the  committee  chaired 
by  the  Rev.  Bill  Gaventa  for  taking  the 
initiative  to  present  the  topic  of  religion 
with  excellence. 

As  a parent  of  a beautiful  16-year-old 
daughter  with  disabilities  (and  also  a 
professional),  religion  is  the  most  inte- 
gral part  in  my  family’s  stability  and 
growth. 

Thank  you  on  behalf  of  my  family 
and  the  families  we  represent. 

— Grace  Bapst 
Director  of  Church  & Community 
Development,  Agape  Parents' 
Fellowship,  Neiv  York 

Editor's  Note:  Agape  Parents'  Fellow- 
ship, based  in  Blasdell,  NY,  is  an 
inter-denominational  otyanizalion 
dedicated  to  parents  and  families  of 
people  with  disabilities. 

DO-IT 

The  DOIT  program,  as  described  by 
Dr,  Sheryl  Burgstahler  (November 
1994),  certainly  seems  to  be  an  exciting 
program.  However,  missing  from  the 
program,  or  the  article,  is  a description 
of  the  steps  being  taken  to  link  these 
children  with  adaptive/assistive  tech- 
nology-related service  providers  in 
their  communities. 

In  these  times  of  shrinking  federal 
programs,  some  sort  of  continuity  must 
be  ensmed  so  these  children  have 
options  when  grant  funding  expires.  It 
seems  a bit  cruel  to  turn  these  kids  on 
to  possibilities  and  then  shut  the  door 
in  their  faces  when  federal  funding  is 
no  longer  available.  This  is  particularly 
true  for  children  in  rural  areas  where 
technology  exposure  is  minimal. 

I certainly  hope  these  issues  are  being 
considered  by  DOIT  as  well  as  other 
disability-related  federal  programs. 

— C.B,  Washington 

DO-IT  Responds:  DO-IT  scholars  are 
provided  with  adaptive  computer  tech- 
nology as  long  as  they  are  active  in  the 
program  (which  can  be  many  years 
because  many  ''graduate"  and  become 
mentors  and  leaders  in  other  DO-IT 
actinities).  When  additional  technolo- 
gies aie  needed  by  scholais  and  non- 
scholais,  DO-IT  makes  appwpriate 
rqforals  to  service  providers. 
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Got  a Computer? 

• 

Don*t  know 

what  to  do  with  it? 

• 

We  can  help. 
Just  ask  Alexander! 


Since  1979,  hitelUTools  has  been  helping  people  use  computers  by 
providing  intelligent  tools  for  special  education,  early  childhood, 
elementary  education  and  adults  loith  disabilities. 

To  receive  a free  copy  of  our  new  1994-95  catalog 
featuring  over  15  new  products,  call  or  write: 

INTELLITOOLS,  INC 

55  Leveroni  Court,  Suite  9 
Novato,  CA  94949 

Phone:  (800)  899-6687 
Fax:  (415)  382-5950 


Circle  # 42 


Accesshower  + AdjustEase. 

Working  hard  for  parents  and  and  caregivers! 

Call  alxHit  our4()0''"  access  producis.  including  new 
child*sl/e  vertical-back  washchairs  and  a unique 
and  wonderful  power-remote  door  system.  Next 
month:  our  new  Euro-design  Tilt-back  Washchair  and  the 
exciting  All-terrain  FunClialr.  Coming  soon:  RolFlor,  an 
easy,  affordable  roll-in  conversion  for  ‘■stej)-ln”  showers! 


AccessAble. 

For  Eveiv  Bodv. 
Right,  out  of  the  box! 


1 800  285  2525 


Express 

Medical  Supply,  Inc. 


♦UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra  • Urocare  • United 

♦INCONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦ OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦ WHEELCHAIR 
CUSHIONS 

Roho • Jay 

♦SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 

Call  for  a Free  Catalog 

800-633-2139 
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Encephalocele/Microcephaly 

Our  two-yearold  daughter,  Emily,  was 
bom  with  microcephaly  and  an 
encephalocele  on  the  top  of  her  head. 

At  three  months,  she  had  surgery  to 
close  the  encephalocele.  At  seven 
months,  she  developed  hydrocephalus 
and  needed  a VP*shunt.  Emily  also  has 
a seizure  disorder  and  bilateral  optic 
nerve  hypoplasia. 

We  are  looking  for  a family  who  has 
a child  like  Emily  or  anyone  else  with 
information  on  this  rare  form  of 
encephalocele. 

J.H  & TH.y  Missouri 

Krabbe  Disease 

My  16-month-old  son,  Troy  Nathaniel, 
died  in  December  1992.  He  was  diag- 
nosed with  Krabbe  disease.  All  his 
genetic  tests  were  normal.  The  doctors 
could  not  prove  he  load  this  disorder. 
They  can’t  tell  me  if  children  I might 
have  in  the  futiu-e  will  be  affected  by 
the  same  condition. 


I want  to  know  if  anyone  has  had 
any  experience  with  this  condition.  I 
don’t  trust  the  doctors’  diagnosis  and 
feel  like  they  just  gave  up  on  my  son. 

RM.,  North  Carolina 

Editor*s  Note:  The  United  Leukodys- 
trophy Foundation  (2304  Highland 
Dr.,  Sycamore,  IL  60178,  800/728- 
5483)  and  the  National  Thy-Sachs  and 
Allied  Diseases  Association  (2001  Bea- 
con St,  Ste.  204,  Brookline,  MA  02146, 
617/277-4463)  can  provide  informa- 
tion about  Kiobbe  disease  and  can  put 
you  in  touch  vhth  other  families. 

Goldenhar  Syndrome 

I am  the  parent  of  a 14-month-old  son, 
who  has  been  diagnosed  with  Golden- 
har syndrome,  a cranio-facial  disorder. 
Jordan  was  bom  with  one  eye,  one  ear, 
a mid-line  cleft  lip  and  palate,  congeni- 
tal heart  defects,  imperfections  of  the 
spine  and  skull  malformations. 

1 I am  having  trouble  getting  Jordan 


services;  for  example,  he  needs  to  be 
fitted  with  a glass  eye.  People  are  very 
cmel.  I would  like  to  correspond  with 
a parent  who  has  a child  with  Golden- 
har syndrome  or  similar  problems. 

D.R,  Saskatchewan,  Canada 

Editor's  Note:  The  1995  Exceptional 
Parent  Resource  Guide  lists  the  fol- 
lowing US  group  dealing  with  your 
son's  condition:  The  Goldenhar  Syn- 
drome Research  & Infarrnatixm  Fhmd, 
8829  Gleneagles  Lane,  Darien,  IL 
60561,  (708)  910-3939. 

In  Canada,  AboutFace  (99  Crowns 
Lane,  3rd  FI.,  Toronto,  ON  M5R  3P4, 
800/225-3223),  a support  group  for 
individuals  and  families  dealing  with 
cranio-facial  disorders,  may  be  able  to 
put  you  in  touch  vhth  local  resources. 

AVM  of  the  Vein  of  Galen 

Our  seven-year-old  daughter  was  diag- 
nosed at  birth  with  a cerebral  arteriove- 
nous malformation  (AVM)  of  the  vein 
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One  size 
does 
not 

fitaU! 

f^hildrcn’s  Specialized  Hospital  is  dedicated  exclusively  to 
serving  the  special  needs  of  children  and  adolescents. 

• Child  Study  Team  • Occupational  Therapy 

• learning  Disabilities  • Physical  Therapy 

• Attention  Deficit  Disorder  • Cognitive  Remediation 

• Early  Intervention /Pre-School 

• Speech  and  Hearing 

• Psychological  Services 

• Rehab  Technology 


Day  Hospital 
Recreational  Therapy 
Augmentative  Communication/ 
Computer  Evaluation 
Nutritional  Counseling 


Chlldreifs 
Specialized 
Hospital 


MOUNTAINSIDE  • FANWOOD  • TOMS  RIVER 
For  inlormaiion  in  North  Jersey  call  (900)  233-3720  K»i.  8429  or  8439 
For  information  in  Central  and  South  Jersey  call  (908)  914-1100  Ext. 706 

Childftn's  Specialized  Hospital  was  among  5%  of  the  nation's  hospitals  last  year 
awarded  ‘Accreditation  with  Commendation'* — the  highest  distinction  awarded 
by  the  Joint  Commission  on  Accreditation  of  Healthcare  Organizations. 
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Obviously,  a computer  program  human-sounding  voice  that  praises 
can't  lake  the  place  of  a gotxi  teacher,  right  answers  and  gently  encourages 
But  the  Early  Learning  series  from  the  student  after  wrong  ones. 
Marblesofl  is  a tool  that  helps  For  more  information  and  a 

teachers  keep  learning  fun  for  early  complete  product  catalog,  please  call 
elemeniaTy  and  special  education  (61 2)  755-1 402 , 
students. 

The  software  is  easy  to  use  - for  M ARBLESOFT 

both  the  student  and  the  teacher.  And  .■ 
when  used  with  a speech  synthesizer, 

there's  the  added  advantage  of  a 12301  central  Ave  N t . Bia  nc  mn  55434 
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of  Galen.  We  want  to  hear  from  parents 
who  have  dealt  with  this  type  of  AVM. 

M.E.  & O.E.,  Texas 

Down  Syndrome  and  ADHD? 

Our  four-and-a-half-year-old  son, 

James,  has  Down  syndrome.  His  teach 
ers  and  other  professionals  consider 
him  very  high-functioning.  At  the  same 
time,  they  say  he  may  have  attention 
deficit  hyperactivity  disorder  (ADHD) 
because  he  is  very  active  and  always 
full  of  energy — a typical  “class  clown.’’ 
A psychologist  who  evaluated  James 
six  months  ago  thought  he  was  too 
young  to  be  put  on  Ritalin,  but  should 
be  reevaluated  in  a year.  We  agree  that 
James  is  active,  but  are  not  sure  Ritalin 
or  other  drugs  are  appropriate.  We  are 
afraid  of  trading  James’  playful  person- 
ality for  a better-behaved  child. 

We  are  looking  for  anyone  who  has 
experience  with  a Down  syndrome 
child  who  has  also  been  diagnosed 
with  ADHD.  We  have  read  everything 
we  can  find  on  ADHD,  but  as  we  all 
know,  the  rules  change  when  the  child 
also  has  Down  syndrome. 

J.G.  &J.J.y  Ontario f Cayiada 

Editor's  Note:  Edi tonal  Advisoi'y 
Boaid  member  Siegfiied  M.  Pueschely 
M.D.y  Pk.D.,  'iesjionds:  ''My  col- 

leagues and  I ai'e  foUrnving  a number 
of  children  with  Do\vn  syndrome  vjho 
also  have  attention  d^it  hyperactiv- 
ity disoidei'  (ADHD).  Theie  is  no  rea- 

Searcfa  and  Heq^ond  is  an  opportunity  for  readers 
to  exchange  information  about  their  experiences 
meeting  the  everyday  challenges  of  life  with  a 
child  or  young  adult  with  a disability.  Ws  also 
expectpamlstoQidcappropr^ 

Please  indici\te  whether  the  letter  Is  a 
search  or  response.  If  a response,  be  sure  to  note 
in  which  Issue  the  original  Search  letter 
appeared.  AH  responses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  published. 
Published  letters  may  be  edited  for  purposes  of 
space  and  clarity. 

Write  or  fax: 

Search  or  Ee^ond,  ExeepUomU Panntf 
209  Harvard  Street,  Suite  303,  Brookline, 

MA  02146.5006,  Fax:  (617)  730.8742 

For  information  about  specific  disabilities,  con- 
tact the  National  Organization  for  Rare  Disorders 
(NORD),  100  Rt  37,  P.O.  Box  8923,  New  Fairfield. 
CT  06812,  (800)  999-NORD,  (203)  746.6618.  Also, 
see  ‘^National  Resources  for  Specific  Disabilities 
and  Conditions''  Exceptional  ParenVs  1995 
Remurce  Guide  (January  1905). 


son  why  these  two  conditions  cannot 
co-exist.  Howevet)  it  is  impoiiant  to 
make  sute  that  emnirynmental  condi- 
tions^ family  sUessors  and/or  emo- 
tional problems  aie  not  causing  the 
absented  problems.  If  not,  and  if 
behavior  management  approaches  are 
not  effective,  one  may  consider'  "stim- 
ulant" medication,  such  as  Ritalin  or 
Dexediine.  A number  of  children  with 
Down  syndrome  and  tme  ADHD  have 


responded  well  to  Ritalin. 

"In  childi'en  with  mental  retarda- 
tion, a diagnosis  of  ADHD  shmdd  be 
'made  only  if  the  child's  attention  skills 
and/or  activity  level  are  cleariy  inap- 
pivpriatefor  his  or  her  develoinnental 
level.  If  the  decision  is  made  to  'use 
Ritalin,  one  should  start  with  a low 
dose  and  gimiualLy  increase  the  dosage 
if  needed.  It  is  impotiani  to  monitor 
the  child's  beha vior  closely.  ” i 


One  o|  our  most 
tf(e(tive  optrutini  procedures 


requires  the  sliill}ul 


A^ony  of  the  children  who  come  to  Health  Hill  Hospital  for  rehabili- 
tation have  feeding  problems  in  addition  to  other  serious  medical 
complications.  They  may  be  unable  to  drink  from  a bottle  or  eat  from 
a spoon.  X So  weVe  developed  a program  where  a team  of  special- 
ists in  nursing,  nutrition,  occupational  therapy,  speech  pathology  and 
psychology  work  w/th  a physician.  Together,  they  devise  a plan  to 
teach  the  child  to  eat  ogam.  And  because  we  believe  the  parents' 
involvement  is  vital,  we  teach  them  the  skills  needed  as  well. 
Its  just  one  of  the  programs  that  help  our  children.  And  move 
them  closer  to  going  home.  Health  Hill  Hospital  For  Children.  2801 
Martin  Luther  KjngJr.  Drive.  Cleveland.  OH  '14104.  216-721-5400. 


Hbvlth  Hia  Hospital  For  Children 

He/p/np  children  feel  better  while  they're  better 


154 


Clrcl*#185 

FEBRUARY  1996  / EXCEPTIOHAl  PARENT  ♦ 9 


Self-€atheterization 

D.R.  (October  1994)  was  looking  for 
help  for  a friend  whose  lO-yeaV’OUi 
daughter  with  spina  bifida  needed  to 
learn  how  to  catheterize  herself, 
inability  to  seffcatheterize  limits  her 
pa'iiicipation  in  spontaneous  activities 
with  friends  and  family. 


I am  an  11-year-old  girl  with  spina 
bifida  I started  doing  self-catheteriza- 
tion when  I was  sbc  or  seven  years  old. 

At  first,  I felt  a little  bit  nervous.  It 
was  kind  of  embarrassing  because  I 
had  to  do  it  in  front  of  the  nurses,  but  it 
wasn’t  that  hard.  It  did  not  take  very 
long  to  learn— only  two  days! 


A child’s  well-being  is 
a sacred  trust. 

We  work  to  earn  that  trust  by  providing  a pediatric  team 
which  includes  board  certified  pediatricians  in  almost 
every  known  specialty.  That  is  one  reason  why  we  were 
designated  by  the  State  of  New  Jersey  as  the  Children’s  Hospital 
for  Bergen,  Morris,  Passaic,  Sussex,  and  Warren  counties. 

Our  Pediatric  Services  Include... 


• Adolescent  Medicine 

• Apnea  Center 

• Bronchopulmonary 
Dysplasia  Treatment 

• Child  Development 
Center 

• Child  Life  Specialist 
Service 

• Children  and  Youth 
Program 

• Craniofacial  Center 

• Diabetic  Care 

• Early  Intervention 
Program  (EIP) 

• Genetics 

• Maternal/Infant 
Transport  Service 


Myelomeningocele 

Treatment 

► Neonatal  Intensive  Care 

► Neonatology 

» Pediatric/Adolescent 
Psychiatry 
» Pediatric  Allergy/ 
Inununology 

► Pediatric  Anesthesiology 

► Pediatric  Cardiology 

► Pediatric  Dialysis 

► Pediatric  Endocrinology 

► Pediatric  Gastroenterok  , 
» Pediatric  Infectious 

Diseases 

» Pediatric  Intensive  Care 
» Pediatric  Nephrology 


at  St.  JoMph’s 


• Pediatric  Neurology 

• Pediatric  Nutrition 
Program 

• Pediatric  Ophthalmology 

• Pediatric  Pulmonology 

• Pediatric  Residency 
Program 

• Pediatric  Rheumatology 

• Pediatric  Subspecialty 
Clinics 

• Pediatric  Surgery 

• Pediatric  Urology 

• Perinatology 

• Regional  Perinatal 
Center 

• Swallowing  Center 


-W^  a<:,c6*|>t  most.  ‘ ' 

insuronce  plons.  ' 

Easily  accessible  viu 
inost\»aior  roadways.^ 


* Wc  both  an 

site  garage  as  welt  as 
>valef  parking. 
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I felt  very  happy  to  be  able  to  do  the 
catheterization  by  myself.  I felt  a lot 
better  because  I could  go  out  and  do 
more  things.  I did  not  have  to  stay 
home.  Your  friend’s  daughter  can  do  it, 
too.  I know  she  will  do  fine. 

C.Z).,  New  York 

□ I want  to  recommend  a wonderful 
booklet  called  Toobie:  A SeffiCath  Col- 
oring Book  for  Boys  & Girts.  English 
and  Spanish  versions  are  available  free 
from  Mentor  Urology,  5426  Hollister 
Ave.,  Santa  Barbara,  CA  931 11.  Write  to 
them  or  call  their  customer  service 
number,  (800)  258-3480. 

B.M.Kj  New  Jersey 

Eoftor's  Note:  In  addition  to  the  free 
coloring  book  recommended  above. 
Mentor  Urology  prodttces  and  sells 
other  educational  materials  on  inter- 
mittent self-catheterization.  These 
include  videotapes,  flash  cards  and  a 
parent  guidebook. 

stepparent  Seeks 
Insurance  Information 

M.S.  (November  1994)  has  a five-year- 
old  stepson  with  cerebral  palsy,  spina 
bifida  and  multiple,  congenital,  physi- 
cal anomalies.  Because  Chris*  father 
has  left  the  military,  Chris  is  no 
longer  covered  under  the  US  military 
medical  plan.  Despite  the  fact  that 
Chris*  birth  problems  have  all  been 
corrected  to  the  extent  that  they  can 
be,  his  parents  have  been  unable  to 
find  insurance  companies  that  will 
covei'  him  because  of  his  '*pre-existing 
conditions.  ” M.S.  wanted  iyformation 
on  insurance  plans  tlvat  cover  children 
with  disabilities  for  the  *iiormal** 
childhood  illnesses  and  injuries.  M.S. 
also  wanted  to  correspond  with  par- 
ents who  have  a child  with  similar 
conditions,  or  other  stepparents  of 
children  with  any  disability. 

I,  too,  am  the  stepmother  of  a child 
with  special  needs.  My  nine-year-old 
stepdaughter,  Robin,  was  bom  with  a 
number  of  problems  including  severely 
clubbed  feet,  no  anus,  no  bladder  or 
urethra  and  a tetliered  spinal  cord. 

Being  a stepparent  is  difficult  in  and 
of  itself,  let  alone  when  there  are  com- 
plexities such  as  a child  with  disablll- 
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ties.  There  are  few  role  models  for  stepparenting  and  I think 
the  stepparent's  role  depends  a lot  on  family  circumstances. 

In  our  case,  Robin  travels  back  and  forth  between  her  par- 
ents* houses  every  few  days,  a schedule  initially  necessitated 
by  her  intense  medical  needs.  My  role  is  not  as  active  as  is  it 
would  be  if  Robin  was  with  us  full-time. 

It  has  been  a struggle  for  me  to  find  my  place.  Robin  has 
been  very  ill  for  about  three  of  the  four  years  since  our  mar- 
riage. She  has  had  four  msyor,  unanticipated  surgeries.  There 
was  a period  when  she  was  totally  incapacitated  with  pain 
and  no  one  could  find  a reason.  All  of  these  circumstances 
have  put  stress  on  my  relationship  with  my  husband  and 
made  it  difficult  for  me  to  establish  a relationship  with  Robin. 

On  the  insurance  front,  I do  have  a couple  of  suggestions. 
The  state  of  Wisconsin,  where  we  live,  runs  a risk-sharing 
pool  for  individuals  denied  coverage  by  a commercial  carrier. 
The  pi'emium  is  high,  as  is  the  deductible,  but  it  provides  cov- 
erage even  for  medical  problems  associated  with  a disability. 
Other  states  may  have  similar  programs.  Also,  HMOs  often 
accept  individuals  without  a pre-existing  condition  limitation 
or  medical  certification,  if  coverage  is  part  of  a group  policy. 

C.M.E.y  Wisconsin 

□ As  the  parent  of  a child  who  has  cerebral  palsy,  asthma 
and  gastrointestinal  problems,  I also  had  difficulty  finding 
insurance  after  his  group  policy  expired.  Like  M.S.,  I live  in 
California.  I was  fortunate  to  find  the  California  Msyor  Risk 
Medical  Insurance  Program,  818  K St.,  Ste.  200,  Sacramento, 
CA  95814,  (916)  3244696  (voice),  (916)  324-4878  (fax). 

This  program  gave  me  a choice  between  five  carriers  with 
varying  deductibles,  benefits  and  pre-existing  condition 
clauses  (usually  a three-month  waiting  period).  Eligibility  is 
based  on  proof  that  you  or  your  child  has  been  denied  insur- 
ance coverage. 

M.K.J  Califomm 

Disability  Awareness  in  Public  Schools 

M.G.  (October  1994)  has  a 10-year-old  srm,  AUan,  with 
Asperger  syndrome  (a  type  of  'high-functioning**  autism) 
and  some  neuromuscular  problem  He  does  well  in  regular 
science  and  social  studies  classes.  M.G.  wanted  to  hear  about 
disability-awareness  programs  that  ham  been  iised  success- 
fuRy  in  public  schools  to  teach  kids  about  disabilities. 

I am  involved  with  an  organization  called  Kids  On  The 
Block  (KOTB).  The  “kids”  are  a troupe  of  almost  life-size 
puppets,  with  and  without  disabilities,  designed  to  teach 
school-aged  children  what  it  is  like  to  have  a disability  or  to 
be  different 

Most  KOTB  troupes  are  manned  by  volunteer,  community- 
based  organizations.  The  program  includes  a teacher's  man- 
ual, pre-performance  activities  for  the  children  and  follow- 
up. ^me  troupes  offer  performances  dealing  with  a specific 
disability;  others  cover  a range  of  topics. 

KOTB  troupes  perform  throughout  the  US,  Canada  and  20 
other  countries.  You  can  obtain  more  information  and  a list 
of  troupes  in  your  area  from  the  KOTB  national  office,  938(><3 
Gerwig  Lane,  Columbia,  MD  21046,  (800)  368-5437  (voice), 
(410)  290-9095  (voice),  (410)  290-9358  (fax). 

N.M.^  Ontario,  Canada 

trt 


tilt/recllneu.  rmnrpEWim 


NOW  FEATURING  A 
Bus  Transport  Model 


ktd'EZ.  Adlustabl*  High  Chair  Baa# 


* Three  Models 

* Grows  from 
infant  to  age  7 

* Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 

1-800-388-5278 

732  Cruiser  Lant 
‘ Belgrade,  Montana 
59714 
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GUEST  EDITORIAL 


All  Together,  Now! 

by  Justin  Dart 


WE  WHO  HA\^  DISABILITIES  Olid  OUT  loved  ones 
are  in  grave  danger  of  losing  oiir  fragile, 
hard-won  beachhead  on  the  mainland  of 
American  life.  There  is  an  escalating  cho- 
rus  of  assaults  on  the  Americans  with 
Disabilities  Act  (ADA),  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  Medicaid  and  SSI 
supports  for  children  with  disabilities.  The  new  congres- 
sional leadership  has  announced  their  agenda — a “Con- 
tract with  America” — ^that,  if  implemented  literally,  could 
drastically  cut  \irtually  all  the  programs  that  empower  us, 
They  speak  of  “erasing”  key  economic  and  social  pro- 
grams  of  the  last  thr  ee  decades,  and  “reasserting  American 
culture  as  it  has  existed  for  the  last 
300  yeai^” — a culture  in  which  peo- 
ple with  disabilities  were  outcasts. 

I cannot  believe  that  the  leaders 
of  our  nation — Republican  or 
Democrat — are  scheming  to  destroy 
our  rights.  But  when  I see  the  cur- 
rent eruption  of  public  frustration 
witli  the  growing  pains  of  democ- 
racy, I remember  history.  I am 
terrified  that  tlie  hysteria  for  instant 
solutions  and  easy  scapegoats  could 
result  in  a move  to  pull  the  plug  on 
our  progress,  our  rights,  the  pro- 
grams that  empower  us  and,  in 
some  cases,  our  very  lives. 

Republican  leaders  have 
annoimced  a blitz  to  pass  their 
“Contract”  agenda  during  the  first 
100  days.  We  must  act  quickly,  while 
basic  positions  are  still  being 
formed. 

Reach  out  to  all  of  your  stale's  representatives  and  sen- 
ators. Nearly  half  of  the  current  members  of  Congress 
were  not  present  during  the  ADA  debate  in  1990.  In  too 
many  cases,  tfieir  perceptions  of  disability-related  laws 
and  programs  have  been  fonned  during  tlie  recent 
avalanche  of  negat  ive  propaganda  Many  Capitol  Hill  vet- 
erans, including  old  friends  in  both  parties,  have  also  been 
influenced  by  these  messages. 

Don't  ciiscoimt  the  potential  support,  of  new  conser\a- 
tive  members  of  Congress.  Many  are  people  of  profound 
conscience,  who  share  oiu*  passionate  determination  to 
emancipate  all  prisonei’s  of  dependency  and  empower 
them  in  the  mainstream  of  free-enterprise  democracy. 

Our  messages/  our  power 

We  have  messages  to  deliver — to  the  Congress,  but  also  to 
state  houses,  to  the  While  House,  to  business,  to  labor 


and  to  groups  representing  minorities,  women  and  older 
Americans. 

There  are  many  ways  to  deliver  our  messages — face-to- 
face  or  by  telephone,  fax,  computer  or  mail.  Use  the 
media  Be  visible  at  public  events  with  signs  and  ques- 
tions. Flood  talk  shows  and  newspaper  letter  columns. 
Conununicate  personal  stories  illustrating  the  necessity  of 
the  ADA  and  IDEA  and  their  positive  effects. 

These  are  the  messages  we  must  deliver 

• Disability  impacts  everyone.  Sooner  or  later,  every 
family  will  experience  disability.  Public  policy  tliat  fails 
people  with  disabilities  fails  every  family.  We  who  have 
disabilities  form  one  fifth  of  the  population — 49  million 

Americans.  Add  in  our  families  and 
service  providers.  We  all  vote. 

• The  ADA  is  good  for  America.  The 
ADA  is  not  a costly,  unfunded  man- 
date. It  is  a civil  rights  law  that  extends 
equal  constitutional  protections  to 
Americans  with  disabilities.  The  ADA 
will  not  bankrupt  anyone.  It 
specifically  provides  that  no  business 
or  public  entity  can  be  required  to  do 
anything  resulting  in  undue  hardship. 
The  ADA  ivill  open  the  doors  of  oppor- 
tunity, enabling  us  to  get  off  welfare 
and  into  the  productive  mainstream. 
The  ADA  will  pay  for  its  tiny  cost  a 
hundred  times  in  terms  of  reduced 
welfare  and  increased  productivity. 

• No  ADA  amendment!  We  will  cooper- 
ate fully  to  ensure  that  ADA  implemen- 
tation is  sensitive  to  the  needs  of 
individuals,  businesses  and  communi- 
ties. But  we  will  fight  any  weakening  amendment.  We  will 
fight  for  our  right  to  be  fully  equal  citizens. 

• Contract  with  Amefica,  Contract  of  the  people,  by  the  pea- 
pie  and  for  the  people — all  the  people — yes!  Contmct  on 
Americans  ivith  disabilities,  no!  Social  and  economic  pro- 
grams need  improvement  No  group  is  more  aware  of  this 
than  people  with  disabilities.  But  let  us  be  careftil  that  in  om* 
haste  to  change  things,  we  do  not  create  more  welfare,  more 
paternalism,  more  costs  and  more  misery. 

Let  us  ensure  that  changes  protect  and  enhance  all  the 
programs  and  laws  that  empower  people  with  disabilities 
of  all  ages  to  be  productive  participants  in  the  main- 
stream. Let  us  ensure  that  changes  empower  people  with 
very  severe  disabilities  to  be  free  from  the  fear  of  rationed 
life,  to  be  emancipated  from  expensive,  prison-like  institu- 
tions and  to  live  with  dignity  in  their  communities. 

• The  American  hetitage  at  its  best — the  power  ofAmer’ 
tea's  .success,  since  1776 — has  been  the  aggressive 


Justin  Dart  G^fl)  ^aks  unth  President 
Bill  Clinton  about  health  catv  reform  at 
the  White  House  in  May  1994. 
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Start  my  subscription  to  Exceptional  Parent  today! 

1 year  (1 2 issues)  just  $24  * 

] 2 years  (24  issues)  just  $40.* 

3 years  (36  Issues)  just  $54.* 
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I I Check  enclosed  (use  separate  envelope)  | | Bill  me 

To  order  by  credit  card  cal!  1 *800-247-8080 
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Dart  (seated^  third  from  left,  wearing  hat)  joins  other  dis- 
ability-rights activists  heading  toward  the  Lincoln  Memor- 
ial as  part  of  the  ^'Bridge  to  Freedom  March*  for  health  care 
rights  in  May  1994. 


empowerment  of  oppressed  people  to  be  fully  equal  par- 
ticipants in  the  mainstream  of  free-enterprise  democ- 
racy. Nothing  could  be  more  Republican,  nothing  could 
be  more  Democratic,  nothing  could  be  more  in  harmony 
with  family  values,  nothing  could  be  more  profitable, 
nothing  could  be  more  positively  American  than  the 
empowerment  of  Americans  with  disabilities. 

Unity 

We  have  the  ultimate  we^^ons  to  win  this  battle  for  a just 
society.  We  have  the  moral  and  the  economic  arguments. 
We  have  people  who  have  created  miracles  of  indepen- 
dence and  justice.  We  have  each  other. 

If  we  can  use  the  coming  policy  debate  to  establish 
principles  of  empowerment,  if  we  can  exploit  the  coming 
power  struggles  to  create  new  political  clout,  if  we  can 
survive  the  coming  test  of  fire  with  our  principles  and  our 
passion  intact,  we  will  have  established  a foundation  on 
which  future  generations  in  this  and  every  country  can 
build  the  edifice  of  democracy  for  people  with  disabilities. 

We  must  set  aside  politics  as  usual,  and  unite  in 
action — people  with  disabilities,  family  members  and 
professionals.  This  will  not  be  easy.  Funding  cuts  invite 
cutthroat  competition  among  us.  The  polarization  of 
mainstream  politics  invites  us  to  attack  each  other. 
Divide  and  conquer  will  be  the  strategy  of  our  oppo- 
nents. We  must  master  the  art  of  complementary  unity, 
playing  different  roles  in  total  harmony  for  the  same 
goals — equality,  independence  and  empowerment  in  the 
mainstream. 

America  is  watching.  The  world  is  watching.  Will  our 
movement  unite  in  action?  Will  we  increase  our  advocacy 
enough  to  keep  the  dream  alive?  If  we  fail,  God  help  our 
children  in  the  21st  century  when  leaders  say,  “America 
tried  equality  for  people  with  disabilities,  and  it  didn’t 
work.  Why  try  it  again?” 

Justin  Dali  has  founded  and  solved  as  CEO  of  three  sue- 
cessfid  busine.sses.  A tong-lime,  human-nghts  advocate,  he 
has  svn>edfive  pivsidents  in  the  area  of  disability  policy. 
He  recently  resigned  as  chabman  of  the  PresidenVs  Com- 
mittee 0)1  Employment  of  People  with  Disabilities  to 
become  a full-time  advocate  for  the  civil  rights  and  empow- 
etment  of  people  with  disabilities. 


AtSimVE  TECHNOLOOV  MIODUCTS 


JAMES  LECKEY  DESIGN  INC 

360  MERRIMACK  STREET.  RIVERWALK.  BUILDING  5 

LAWRENCE,  MA  01843 
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For  hirthttr  inloffDAtion,  d«monnr«tion« 

•nd  atMtsm«nt  usittanca: 

Call  1 800  532  5390 


Circle  #56 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 


1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  Depend, 
Attend.^,  At  Ease,  Comfort  Dry,  Ultra  Shield,  Dri  Pride, 
Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  1 1558 
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« Back  and  forth,  m 
and  out  of  convene 
tional  hospitals  and  treatment 
programs^  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child's 
neurological  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures . 
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Hospital  for  Children  and  Adolescents  * 9407  Cumberland  Road  * New  Kent,  Virgiyua  23124  * J''800-368''3472 
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My  New  Son 


by  Bob  Maier 


I feel  so  confused,  hurt  and  utterly  sad. 

The  child  I thought  was  mine  Ls  gone. 

I want  to  cry. 

Cry  for  the  child  who  will  never  ask,  “Why?” 

“Why  do  the  leaves  turn  red  in  autumn?” 

“Why  do  I have  to  go  to  bed  right  now?” 

“Why  are  you  crying,  Daddy?” 

Son,  what  will  you  be  when  you  grow  up? 

I once  thought  you  might  be  a zoologist, 
traveling  to  exotic  places, 
studying  the  rare  and  wonderful  animals 
youVe  always  loved. 

When  you  were  less  than  a year  old,  sitting 
motionless, 

listening  to  Mommy’s  choir  sing, 

I dreamt  that  someday  you  would  be  a 
creator  of  beautiful  music. 

My  child  has  been  taken  from  me! 

But  that  can’t  be. 

He’s  here  with  me  now. 

He  hasn’t  changed. 

Yet  still,  I feel  as  though 
he’s  gone. 

My  child  has  somehow 
died. 

The  child  of  my  dreams 
and  hopes  is  no 
more. 

I know  these  feelings  are 
normal  and  helpful, 
that  I shouldn’t  feel  guilty 
for  having  them. 

All  the  experts  tell  me  this. 

But  it  doesn’t  help  the  pain. 

Things  are  getting  better  now. 

The  funeral  for  the  child  of  my  expectations  is  over 
now. 


(From  top  to  bottom]  Bob  enjoys  a hike  vi  tite  Cascade 
mountains  near  theSamUy's  home  with  two-ycar-old 
Kari.  Bob  and  Debo)vh  Maiei^hold  their  sons  (from 
left)  Kari,  5,  and  KeiU\  3.  One  of  KarVs  favorite  pas- 
times is  Ihimving  ivcks  into  die  watei' of  local  streajns 
and  poinds. 


Oh,  I still  visit  the  cemetery  from  time  to  time. 

I put  Cub  Scout  caps  and  grade-school  science  projects  at 
his  grave. 

But  I don’t  spend  so  much  time  there  anymore. 

I have  another  son  to  love. 
The  one  they  call  “autistic.” 
He’s  such  a sweet  boy. 

He’s  never  mean  to  anyone, 
and  he  squeezes  so 
tight  when  he  hugs  me. 
He  loves  to  dance  with  his 
daddy, 

and  he  gets  such  a cute 
smile  on  his  face  when 
he  says,  “I  did  it!” 

He’s  still  the  same  boy  who 
loves  monkeys, 

Peter  Pan,  kiwi  fruit  and 
throwing  rocks  in  the 
water, 

Fm  learning  to  love  my  new 
son, 

and  he  has  always  loved 
me. 

Bob  Maier  works  as  a fisheries  biol- 
ogist for  thefedeial  government  He 
lives  with  his  wife,  Deborah,  and 
two  sons — KaH,  6,  and  Keith,  4,  in 
Edmonds,  Washington  Bob  wrote 
this  poem  soon  after  Kari  was  diag- 
nosed with  autism  at  age  three. 

Kari  is  nowfvUy  included,  with 
the  help  of  an  aide,  in  a regular 
kindergarten  class  o t his  local  ele- 
mentary school.  Recently,  to  his 
father's  surpiise  and  delight,  he 
has  started  asking  his  first  *hohy" 
questions. 

Bob's  favorite  activity  is  picking 
bluebenies  with  his  family  in  the 
early  autumn  sun  of  the  Cascade 
mountains  near  their  home.  Karl's  favorite  activity  is 
bouncing  on  his  trampoline  v)hUe  watching  Disney 
videos. 
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Comfortable,  secure 
support  an)^here! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


When  Young  Children  are  Injured:  Famiues  as  Care- 
givers IN  Hospitals  and  at  Home  by  Marilyn  Lash,  M.SM 
and  Jane  Haltiwanger,  M.A.,  EdM,  is  published  by 
Exceptional  Parent  magazine  and  is  available  through 
Exceptional  Parent  Library 
(800/535-1910).  It  is  the  third  in 
a series  developed  by  the 
Research  and  Training  Center  in 
Rehabilitation  and  Childhood 
Trauma,  Department  of  Rehabil- 
itation Medicine,  Tufts  Univer- 
sity School  of  Medicine,  New 
England  Medical  Center. 

The  guide  has  many  examples 
that  demonstrate  that  the  family 
is  the  major  support  in  a child's 
life  before  and  after  an  injury. 

The  foUouing  is  an  excerpt  from 
Chapter  3,  Helping  Siblings: 

Needs  and  Reactions. 


• Stay  in  touch.  If  hospital  visits  prevent  you  from  see- 
ing your  other  children  daily,  set  up  regular  times  to  talk 
on  the  phone.  If  they  are  being  cared  for  by  others,  send 
tape  recordings  of  songs,  bedtime  stories  or  messages  to 
them... 

• Make  time  for  questions.  Siblings  will  have  many 
questions,  but  they  may  not  always  ask  them  directly. 

They  need  someone  to  explain  what  has  happened.  It 
helps  to  repeat  information,  since  changes  are  confusing 
and  unsettling... 

• Keep  explanations  honest,  simple  and  concrete. 
When  children  ask  questions  that  you  don’t  know  how  to 
answer,  let  them  know  that  you  will  find  out.  Then  go 
back  and  explain  in  words  they  can  understand.  A good 
rule  of  thumb  is  to  give  descriptions,  not  interpretations. 

For  a child  in  a coma,  instead  of  saying  he  is  “peaceful” 
or  “sleeping”  or  “can’t  hear,”  try  saying,  “His  eyes  are 
closed  and  he  breathes  very  quietly.  When  I talk  to  him,  he 
does  not  answer  me.”  If  a child  asks,  “Can  he  hear  me?” 
you  can  answer  honestly,  “I’m  not  suie.” 

• Communicate  with  teachers  of  siblings  at  school 
or  day  care.  Siblings  need  the  support  of  their  teachers 
and  friends.  Teachers  will  be  more  understanding  and 
responsive  when  they  are  aware  of  the  situation. 

• Include  siblings  in  care.  You  can  teach  siblings  how 
to  help. . . Even  very  young  children  cm  hand  objects 
needed  for  care  or  open/close  the  cuitains.  Use  actions 
and  words  that  show  a quiet,  confident  approach  to 
touching,  loving  and  caregiving.  This  helps  siblings  over- 
come their  fears,  reluctance  or  embarrassment. 
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Familiar  Faces 


*"Isn*t  it  ready  yet?'"  A hungry  Theresa  Marie  Stevens^  21 
nwnthSy  waits  patiently  for  Mom  to  finish  preparing  her 
lunch.  Theresa^  who  has  cerebral  palsy  and  epilepsy y lives  in 
Port  Royaly  Virginia. 


Ole  Sorensen  (right)y  12y  shares  a raft  with  Victoria  and 
Erika  Houle  as  thefkends  enjoy  a summer  day  on  Lake 
Superior  at  a beach  near  their  Washbuniy  Wisconsin 
homes.  Ole  and  Erika  first  met  as  HeadStart  classmates; 
now  Erika's  mom  is  Ole's  respite  care  provider.  Ole  has 
autism. 


It  must  be  puppy  love!  Rachel  Blecha,  3y  takes  all  thd  kisses 
she  can  get  from  her  beagle  pnppyy  Rose.  Rachely  who  has 
cerebral  palsyy  lives  with  her  worn,  dad  and  baby  brotheVy 
Kyley  in  Kewaskumy  Wisconsin. 

WmM  yw  Mw  ti  ■ fMtrili  omiM  mmpUmi  m »IMt  of  your  child  arxl/or 
family  with  ether  readers  of  Exceptional  Pafent?Sm\  it  to;  Readers'  Photos,  Exceptional 
Parent,  209  Harvard  Street.  SuUe  303,  Brookline.  MA  021 46.  (Sony,  photos  canrwt  be 
returned.)  On  a separate  sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo 
was  taken,  address  and  daytime  phone  number,  and  identify  everyone  ki  the  photo.  If  you 
like,  you  can  also  write  a few  sentences  about  your  child.  Then  look  for  a tamHiaf  face  ki  an 
upooming  issue! 


BET  MOM! 

I'm  T^eady  To  Oo  Outside! 


WEATHERBR£AK£fT 


The 

GunnySacit 


The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there's  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns.  And, 
for  keeping  legs  and  feet  warm  and  dry,  nothing  beats  The 
GunnySack  ...  for  the  one  you  lovel  For  more  information, 
contact  your  local  medical  supplies  dealer,  or  call: 

800-795-2392 

rDIESTCO  Mfg.  Co  P.O.  Box  6504,  Chico.  CA  95927 
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New  Expanded  Catalog 
More  Therapeutic  And 
Recreational  Products 
To  Help  Everyone 
Enjoy  Success 


Gross  Motor  • Aquatics  • Active  Play  • Manipulatives 
Positioning  Aids  • Adapted  Toys/Games/Furniture 
Plus  SNOEZELEN... sensory  stimulation  products,  introducing 
KIOSK,  an  all-in-one  new  portable  package. 

Quality  Products!  Fully  Guaranteed! 

nABuOUSE 

150  No.  MacQuesten  Pkwy.,  Dept.  96024  Ml.  Vernon,  NY  10550 

CALL  TOLL  FREE  (800)  793-7900 

FAX  TOLL  FREE  (800)  793-7922 
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Hie  Kindness  of  Singers 


During  early  childhood,  children 
^ first  coT^xmt  challenges  they 
toiU  work  mfor  the  rest  of  their 
lives — interacting  with  the  world, 
learning  new  things  and  getting  along 
with  others  All  children,  in  all  cul- 
tures, with  or  unthout  disabUities,face 
the  same  developmental  tasks.  At  the 
same  time,  each  child  draws  on  his  or 
her  individual  strengths  to  meet  these 
challenges.  The  stories  and  articles  in 
this  special  section  emphasize  these 
two  important  messages — all  kids 
imd  the  same  things,  and  ail  kids  need 
different  things. 

To  reach  their  full  potential,  all  chit 
dren  need  stimulating,  caring  environ- 
merits  where  they  can  eocperience 
success  and  mastery  Manypreschoot 
ers  will  spend  large  amounts  qf  time  in 
a group  care  setting.  Some  articles  in 
this  section  focus  on  child  care  options 
and  the  characteristics  shared  sue- 
ces^l  programs.  As  each  shows,  nur- 
turing caregivers  are  essential,  hut  not 
sufficient — children  also  have  individ- 
ual needs  requiring  individual  atten- 
tion, even  within  a group  care  setting. 

Meeting  the  specific  needs  qf  indi- 
vidual children  means  paying  atten- 
tion to  issues  qf  assessment  and 
transition.  "A  New  l^sionfor  Assess- 
ment* and  "Making  the  lYansition  to 
Group  Care^  provide  guideliries  and 
suggestUmsfor  these  ongoing  processes. 
Sideba/rs  illustrate  the  succeed 
results  qf  carqful  attention  to  individ- 
ual needs — inclusive  child  care  that 
works  for  children  with  and  without 
disabilities.  (Vk  are  gratqful  to  Spe- 
cioLink,  the  Canadian  network  qf 
inclusive  child  care  providers,  for 
sharing  these  stories  with  us.  For  more 
about  SpeciaLink,  seepageSS.)  'The 
Kindness  qf  Strangers, demonstrates 
inclusive  child  care  is  important  for 
parents,  too.  These  stories  also  remind 
us  that  young  children  have  much  to 
teach  adults. 

This  section  includes  an  article 
about  the  Americans  with  Disabilities 
Acl  (ADA).  People  tend  to  think  qf  the 
ADA  as  a civil  rights  and  equal 
employment  law  for  adults  with  dis- 
abilities. The  ADA  also  benefits  very 
young  children 


by  Betty  VanHoogmoed 


h this  has  got  to  stop!  I had 
fast  picked  up  my  son  from 
daycaw  and  as  the  e mter's 
supervisor  began  to  brag  about 
hmv  wed  Jake  was  doing,  my  eyes 
welled  up  with  tears.  Again  But  I 
just  can't  help  it.  Die  focus  on  my 
son  used  to  be  so  negative.  These  pos- 
itive, happy  stories  overwhelm  me. 

Undiagnosed 

Jake  has  some  sort  of  developmental 
problem,  as  yet  undiagnosed.  When 
he  was  a baby,  dc . ^rs  told  us  he 
was  blind.  Since  then,  although  med- 
ical professionals  still  don’t  know 
why,  his  vision  has  gradually  and 
miraculously  improved.  Jake  is  now 
two  and  a half  years  old;  his  visual 
acuity  is  much  better,  but  he  still 
does  not  walk  or  talk.  He  has  some 
fine  motor  problems,  too. 

Understandably,  Jake’s  problems 
have  been  a mayor  focus  for  us,  as 
well  as  for  many  medical  experts, 
social  workers,  friends  and  relatives. 
In  his  short  life,  Jadee  has  been  exam- 
ined by  ophthalmologists,  neurolo- 
gists, geneticists,  metabolics  experts, 
dermatologists  and  audiologists. 

My  husband  and  I have  filled  out 
endless  forms  and  repeatedly 
answered  the  same  questions.  My 
nine  months  of  pregnaincy  have  come 
under  scrutiny,  as  has  tiie  past  cen- 
tury of  oui*  relatives*  health.  Jake  has 
been  photographed,  videotaped  and 
examined  some  nrore. 

Though  we  worried  that  Jake’s 
many  encounters  with  poking  and 
prodding  medical  professionals 
v/ould  traumatize  him  in  some  way, 
tlie  search  for  a diagnosis  could  not 
wait.  Some  conditions,  especially 
metabolic  disorders,  could  be  suc- 
cessfully treated  if  diagnosed  early. 

With  every  test,  we  hoped  we 
would  get  an  answer.  Once  we  had  a 
diagnosis,  we  could  do  more  for  our 
son.  We  could  read  tlie  Uteratore  on 
Jake’s  condition.  Contact  other  fami- 


lies who  have  lived  with  it.  Answer 
questions.  Educate  others.  Get  a 
glimpse  into  the  future.  The  moment 
parents  are  given  the  name  of  a 
child’s  disorder — no  matter  how  ter- 
rifying that  diagnosis  may  be — they 
begin  to  deal  with  it 

A ^^negative"  focus 

During  the  first  two  years  of  ovr 
child’s  life,  it  seemed  that  every  inter- 
action involving  our  son  emphasized 
only  the  things  he  v/as  unable  to  do. 
This  negative  focus  came  not  only 
fix)m  doctors  and  social  workers,  but 
also  from  well-meaning  strangers, 
relatives  and  friends — “What’s  wrong 
with  him?  Is  he  doing  tlus  yet?  Have 
you  tried  this?  When  is  he  going  to 
walk?”  The  questions  and  comments 
stemmed  from  concern,  buc  they — ^as 
much  as  Jake’s  puzzling  disorder — 
robbed  us  of  the  joy  a new  baby 
should  bring  to  a home. 

It  was  such  a sad  time — those  first 
two  years.  We  knew  Jake  had  a prob- 
lem but  we  didn’t  know  what  it  was. 
We  didn’t  know  where  to  turn.  We 
didn’t  know  what  to  tell  people. 
Access  to  services  was  often  depen- 
dent on  a diagnosis,  which  we  obvi- 
ously didn’t  have.  We  wanted  an 
answer  but  we  hated  putdng  Jake 
through  the  testing.  We  needed  help 
but  resented  the  fact  that  we  couldn’t 
just  close  our  front  door  and  be  a 
family.  Living  far  from  a mqjor  metro- 
politan center,  support  systems  were 
nuuimal.  1 kept  looking  for  people  to 
help  us,  but  nobody  knew  how.  I 
wanted  to  talk  about  our  experi- 
ences— ^but  nobody  understood. 

In  the  midst  of  this  swirling  mass 
of  questions  was  a little  boy  who 
puzzled,  frightened  or  saddened 
those  around  liim.  Few  people 
seemed  able  to  ei\joy  him.  Even  I 
was  obsessed  with  getting  him  to  the 
next  developmental  phase.  I loved 
my  son  and  I played  with  him  often, 
huUeaching  was  always  my  motive. 
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Most  people  fell  into  one  of  two 
groups — knowledgeable  profession- 
als whose  time,  and  often  compas- 
sion, was  extremely  limited,  and 
people  who  cared  deeply  about  our 
little  family  but  really  didn’t  know 


seemed  like  a good  solution,  but  I 
was  nervous  about  it 
Jake  didn’t  trust  many  people — 
probably  a result  of  all  the  medical 
testing  he  had  endured.  And  he 
would  be  the  first  “special  needs” 


[Above]  One-year-old  Jake  enjoys  the 
outdo<m  with  his  parents^  Betty  and 
John,  [Left]  On  Jake*s  first  day  of  school 
in  October  199Sy  he  worked  on  a croft 
project  with  daycare  supervisor  Gwen. 


how  to  help.  The  first  ray  of  sunli^t 
came  last  year.  Jake’s  new  physical 
therapist  was  the  first  professional 
who  had  ever  seemed  able  to  er\joy 
and  help  our  son  without  being  so 
bewildered  about  the  nature  of  his 
disability.  She  accepted  Jake  just  as 
he  was,  complimenting  his  wobbly 
stance  while  working  on  ways  to 
improve  it.  As  I watched  her  praise 
and  play  with  him,  I fought  ^o  control 
my  tears.  It  was  the  first  time  I had 
seen  professionalism  meld  with  com- 
passion, and  the  sight  awed  me. 
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Beginning  daycare 

The  second  ray  of  sunlight  turned  out 
to  be  Jake’s  three-monilng-a-week 
enrollment  in  daycare.  The  role  of 
teacher/therapist/new  mom  had 
become  too  much  for  me.  I felt  so 
inadequate  as  the  primary  source  of 
stimulation  and  guidance  for  my  two- 
year-old  son.  Part-time  daycare  ^ 


child  to  be  integrated  into  the  small 
daycare  center.  Jake  would  have  his 
own  resource  teacher,  I liked  her,  but 
I was  just  as  worried  about  Jake 
being  treated  differently  as  I was 
about  him  being  treated  the  same. 

I refused  an  assessment  I even 
withheld  medical  data — after  all,  he 
had  no  conclusive  diagnosis.  I just 
told  his  resource  teacher  to  get  to 
know  him.  She  would  discover  the 
extent  of  his  limitations  soon  enough. 

In  the  beginning,  Jake  became  very 
upset  when  I dropped  him  off.  Once  I 
could  peel  myself  away  from  my  sob- 
bing child,  I often  stayed  and 
watched  through  the  one-way  g'ass. 
And  I liked  what  I saw. 

Learning  to  trust 

Before  Jake  started  daycare,  I cried 
many  tears  of  frustration,  rage  and 
raw  hurt.  My  tears  had  less  to  do 
with  Jake  than  with  my  being  thrust 
into  such  a new,  frightening  world 
and  taking  on  the  unfamiliar  and  very 
challenging  role  of  teaching  a child 
vnth  disabilities. 

Now,  however,  I am  feeling 
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stronger.  The  future  looks  more 
hopeful,  and  these  days,  the  tears  I 
shed  are  tears  of  hs^piness.  The  love 
of  so  many  people  for  my  son  has 
softened  my  heart,  and  my  tears.  The 
kindness  expressed  toward  him  is  so 
positive,  so  hopeful  and  so  new. 

I find  myself  overwhelmed  by 
things  most  people  take  for  granted. 
Witnessing  the  “real  world”  of  child- 
hood is  so  very  touching — playing 
with  toys,  colorii^,  sharing,  dressing 
up.  All  these  common  elements  of 
childhood  were,  until  now,  so  alien  to 
my  son,  and  to  me.  On  the  other  side 
of  the  one-way  glass,  I often  get 
teary-oyed  when  I see  the  children 
play.  Not  because  my  son  isn’t  part  of 
the  activity — but  because  he  is. 

Give  me  an  incompetent  expert,  an 
insensitive  question  or  a tactless  doc- 
tor and  Fm  ready.  Fve  become  quite  a 
good  fighter  over  the  past  two  years. 

But  give  me  paper  with  paint 
splashed  all  over  it  and  Jake’s  name 
at  the  top  and  I dissolve  into  a moist- 
eyed display  of  gratitude  and  won- 
derment Tell  me  my  son  fed  himself 
10  french  fries  at  lunch.  Share  a 
fuimy  story  about  his  participation  in 
a game.  Tell  me  how  much  the  other 
children  er\joy  his  company,  and  I 
can’t  hold  back  the  tears. 

My  son  is  loved  and  cared  for  by 
people  who  were  strangers  just  a few 
months  ago.  But  what  touches  my 
heart  the  most — and  gives  me  faith 
about  the  future — is  that  my  son  has 
finally  learned  trust. 

And,  looking  back,  I realize  he  isn’t 
the  only  one. 

Betty  VanHoogmoed  lives  in  north- 
ern OntariOy  Canada  with  her  hus- 
bandy  Johrij  and  their  three  children. 
Although  you  won't  catch  her  baking 
cookies  o?*  trying  to  get  her  '^whites 
even  whiter," Betty  describes  her 
primary  role  as  *in€7n"  since  hang- 
ing up  a checkered  career  in  media. 

Jake,  now  three  and  a half, 
attends  daycare  five  full  days  a 
week.  He  walks  and  is  learning  to 
communicate  through  sign  lan- 
guage and  some  speech.  His  family 
and  friends  consider  his  lack  of 
diagnosis  secondary  to  everything 
else  happening  in  his  life. 
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The  choice 
is  easy . . . 

A Columbia  Toilet  Support 
gives  your  child  independence, 
privacy  and  secure  support 


LOW  BACK  STYLL-FOR 
BASIC  TRUfsjK  SUl’POR  T; 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs., 
up  to  5 feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 


ditto  «1S1 


A Special  Care  Facility 
Exclusively  for  Children 

At  Voorhees  Pediatric  Facility  we  provide  comprehensive  and  progressive 
subacute  health  care  for  medically  fragile  children  ages  birth  to  21  years. 

Here’s  why  Voorhees  Pediatric  Facility  is  the  right  choice: 

• An  alternative  to  acute  care  hospitalization  — with  dramatic 
co$l  savings 

• Largest  pediatric  ventilator  unit  in  the  country  (including  pre.s.sure  \ ents) 

• Strong  medical  and  rehabilitative  intefdi.sciplinary  team  approach 

• Irv-house  dwelopmental  pediatrician  and  medical  resident  program 

• Board  certified  pediatric  pulmonologists 

• Affiliated  with  St.  Christopher's  Hospital  for  Children  and 
Cooper  Hospital’s  Child  Development  Center 

• Respite  care  available  at  our  105-bed  facility 

• Future  programs  - Pediatric  specialized  medical  day  and  home 
health  care 

• Caring  for  children  from  the  Mid- Atlantic  states  since  1982 


VoQrhcGs  PediOtne 


hQClIltC 


Carl  Underland,  Admini.strator 
1304  Laurel  Oak  Road  • Voorhees.  New  jersey  08043-4392 
(609)  346-3 JOO  • /vl A*  (609)  43  5-4223 
Brochure  or  video  available  upon  request. 

"^Accreditation  with  Commendation"* 

Joint  Comini.s.Nion  on  Accreditation  of  tfo.spiial  Organizations 
Memt)cr:  National  A.sscK*iation  of  Children'.s  Hospitals  and  Related  Instiiiition.s 


Circle  #108 


^Attends 

Quality  Incontinent  Care  Products 


Hefp  keep  skin  dry 
and  provide  outstanding  leakage 
protection! 

Protection  For  AllVbur  Needs 

from 


ARC  Home  Health  Products 

• Full  line  of  products  in  stock 

• UPS  deliveries  to  your  door 

• No  add'On  shipping  & handling  charges 
• Personal,  knowledgable  service 

• VISAfMastercerd  accepted 


Ultra  Atiendi  Brtck 


Alirnd%  Withdolhf 


Your  satisfaction  is  our  concernf 

CalUlaL 

i-aoo^ya-Bsss  C 

for  more  information 


ARC  Home  Health  Products 
RR#4  Box  161  • Oneonts,  New  YoHc  13820 


Aicmh»ahdi 


An  AfSrmntfwn  Bntnrpffsn, 
pro¥kfing  lobs  for  pooph  with  dfsobSttlos. 


Attends  InMit  IWk 


. V 
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A New  Vision  for  Assessment 


Choices  about  the  best  ways  to 
serve  the  needs  of  young  chil- 
dren and  their  families  are 
made  on  the  basis  of  a process 
called  ''assessment,  ” The  purpose  of 
assessment  is  to  learn  about  and 
understand  the  unique  needs  of  each 
child  "in  context'— within  his  or 
her  family,  community  and  culture. 
In  practical  terms,  this  means 
deciding  how  to  use  resources  most 
effectively  to  help  each  child  grow 
and  develop  and  to  help  his  or  her 
parents  plan  for  the  future. 

ZERO  TO  THREE/National  Cen- 
ter fin'  Clinical  Infant  Programs, 
rvith  the  support  of  the  A.L.  Mail- 
man Foundation,  has  convened  a 
dist  inguished  group  of  clinicians, 
researchers  and  paren  ts  to  develop 
basic  principles  of  assessment  that 
can  guide  practicing  professionals 
and  enable  parents  to  become  more 
knowledgeable  consumers.  This  arti- 
cle, written  by  Stanlerj  I.  Gr  eenspan, 
M.D,,  Samuel  Meisels,  Ed.D.  and  the 
ZERO  TO  THREE  Work  Group,  has 
been  adapted  with  permission. 

Developmental  assessment  is  a 
process  designed  to  deepen  under- 
standing of  a child's  abilities,  and  of 
the  caregiving  and  learning  environ- 
ments most  likely  to  help  a child 
make  fullest  use  of  his  or  her  devel- 
opmental potential.  Assessment 
should  be  an  ongoing,  collaborative 
process  of  systematic  observation 
and  analysis.  It  involves  for- 
mulating questions,  gathering 
infonnation,  sharing  observa- 
tions and  interpreting  infor- 
mation and  observations  to 
come  up  with  new  questions. 

An  assessment  consists  of 
a “snapshot,”  or  series  of 
snapshots  (samples),  of  a 
child’s  knowledge,  skills,  abil- 
ities or  personality  character- 
istics. Tliese  snapshots  are 
taken  at  a particular  time, 
from  a particular  vantage 
point  and  with  a particular 


instrument  or  recording  device.  An 
assessment  approach  that  does  not 
represent  a child’s  day-to-day  life  will 
not  be  meaningful.  This  is  particu- 
larly important  with  very  young  chil- 
dren, because  the  first  three  years  of 
life  are  a period  of  such  immense 
change,  growth  and  development, 

limitations  of  current 
approaches 

Under  pressure  to  act  quickly,  profes- 
sionals may  approach  assessment  in 
a fire^ented  manner,  rather  than 
performing  assessments  that  reflect 
full  understanding  of  a young  child 
and  his  or  her  relationships  within 
the  family,  community  and  culture. 

Under  pressure  to  produce  quick 
“^ores,”  professionals  may  use  pro- 
cedures that  were  developed  for 
older  children.  These  can  often  yield 
misleading  information.  They  are  not 
built  on  a model  of  how  the  infant 
and  young  child  develops  within  the 
family  and  do  not  reflect  an  imder- 
standing  of  the  specific  types  of 
difficulties  and  developmental  chal- 
lenges that  children  and  families  face 
in  the  first  three  years. 

There  has  also  been  a tendency 
to  assess  abilities  easiest  to  mea- 
sure— those  for  which  there  are 
tests  already  in  existence.  Assess- 
ments have  traditionally  put  less 
emphasis  on  aspects  of  develop- 
ment that  are  hard  to  measure  and 
have  under-emphasized  the  social 


contexts  within  which  a young 
child  develops. 

Assessments  often  overlook  some 
abilities.  This  is  especially  true  when 
a child  has  difficulties  that  may  inter- 
fere with  his  or  her  demonstration  of 
seemingly  hidden  strengths. 

An  assessment  will  be  useful  and 
accurate  only  if  a child  can  demon- 
strate optimal  abilities.  This  means 
allowing  parents  or  other  familiar 
adults  to  work  with  the  child,  using 
what  they  already  know  to  discover 
more  about  the  child’s  abilities  and 
the  challenges  he  or  she  is  facing. 
Parents  and  professionals  must 
observe  the  range  of  the  child’s  skills 
in  different  contexts.  The  goal  of 
assessment  is  not  to  test  or  to  grade 
a child,  but  to  learn  how  to  best  help. 

Assessment  should  involve  multi- 
ple sources  of  information  and  multi- 
ple components  including: 

• parents’  description  of  a child’s 
abilities  in  the  different  areas  of 
development  and  discussions  of  their 
questions  and  concerns; 

• parents’  detailed  description  of  a 
child’s  history; 

• direct  observation,  including  the 
child  interacting  with  a caregiver, 

• observations  and  discussions  with 
the  family  about  ways  they  have 
found  to  support  the  child’s  develop- 
ment and  about  family  patterns  that 
are  of  concern  to  them;  and 

• focused  observations  to  assess 
specific  abilities  and  disabilities. 

This  approach  begins  with 
information  from  family  mem- 
bers, and  then  adds  sources  of 
information  to  help  answer 
questions.  This  is  very  differ- 
ent from  some  approaches,  in 
which  professionals  use  a 
series  of  structiored  assess- 
ment tools  (tests)  to  examine 
specific  areas  of  development 
with  only  brief  attempts  to 
obtain  a picture  of  the  “whole” 
child  by  using  information  pro- 
vided by  family  members  or 
others. 


ZERO  TO  IRREE  is  the  only  national  non-profit  organization 
dedi9ated  to  improving  the  chances  for  healthy  physical 
cognitive,  and  social  deveiopmant  of  infants  from  birth  to  age 
three.  Establl^  In  1977^  ZERO  TO  THREE  Is  committed  to: 

• exercising  leadership  in  communicating  the  importance  of  the 
first  three  years  Of  We; 

• tocusifig  attentioti  on  Infants’  and  toddlers’  major  relationships 
and  ori  children’s  day-to-day  experiences;  and 

• pronxiillfigtratolnQ  that  ttelp^ 

remain  competent,  trust^iorthy  allies  for  families. 

For  more  information  about  ZERO  TO  THREE's  publlcalions 
on  assessment,  early  Intervehtlon  and  other  topics,  contact 
ZERO  TO  TOREE,  2000 14th  St.  N,  Ste.  380,  Arlington, 

VA  22201-250(1  (800)  696-4301. 
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Appropriate  approaches 

• The  chiUTs  relationship  and  inter- 
actions with  his  or  her  most  trusted 
caregiver(s)  should  form  the  comer- 
stone  of  any  assessment  A child’s 
abilities  should  always  be  assessed  in 
the  context  of  intei’actions  between 
child  and  caregiver — situations  in 
which  the  child  is  most  likely  to  feel 
secure  and  motivated  and  most  likely 
to  bring  out  the  child’s  abilities. 

Occasionally,  the  clinician  may 
need  to  use  his  or  her  own  interac- 
tions with  the  child  as  the  basis  for 
observations.  But  before  the  clinician 
interacts  directly,  ha  or  she  must  take 


time  to  get  to  know  the  child  and  be 
sure  the  child  feels  comfortable. 

• Understanding  the  sequences  and 
timetables  of  typical  development  is 
essential.  The  period  from  birth  to 
three  is  one  of  rapid  physical  growth 
and  change.  While  maturation  gener- 
ally proceeds  in  an  orderly  and  pre- 
dictable sequence,  there  is  a 
considerable  range  in  what  can  be 
regarded  as  normal  or  typical.  There 
may  be  considerable  variation  in  the 
characteristics  of  a particular  skill 
and  the  2^e  at  which  it  first  appears. 

To  understand  where  a child  is  in 
his  or  her  development,  clinicians 


(and  parents)  need  to  have  a broad 
sense  of  the  sequence  (what  pre- 
cedes what)  and  timetable  (the  age 
range  during  which  one  can  expect 
to  see  an  ability  emerge)  for  different 
areas  of  development.  Understanding 
where  a child  is  in  terms  of  sequence 
and  expected  timetable  enables 
adults  to  predict  what  will  come  next 
and  to  determine  whether  a skill  is 
emerging  more  slowly  than  expected. 
This  is  better  than  using  a “score”  or 
“quotient”  to  describe  a child’s  abili- 
ties because  it  allows  the  use  of 
many  sources  of  information  in  for- 
mulating an  intervention  plan. 


Including  Kaylee 

Increasingly,  children  with  special  health  care  needs  are 
attending  regular  daycare  centers.  Staff  members  must  learn 
new  skills  to  care  for  these  children — ^from  monitoring  food 
intake  to  more  complicated  medical  procedures  like  catheteri- 
zation, administering  oxygen  or  changing  a colostomy  bag. 

At  the  Burquitlan  Childcare  Centre,  we  first  faced  the  chal- 
lenge of  including  a child  with  special  health  care 
nev^ds  when  we  met  Kaylee. 

Kaylee  was  a three-year-old  child  with  a tra- 
cheostomy—a breathing  tube  through  her  trachea 
that  ended  with  a hole  in  her  neck,  covered  with  a 
removable  cap  the  children  called  a ”nose.” 

WeVe  always  felt  that  when  a family  arrives  at 
your  doorstep,  you  do  your  best  to  help  them.  Kaylee 
was  a child  who  needed  exactly  what  we  had  to 
offer — a good  daycare  setting.  But  her  tracheostomy 
was  one  need  we  had  not  been  trained  to  deal  with. 

The  daycare  center  is  far  from  a sterile  hospital 
setting.  lt*s  full  of  messy,  active  activities — sand, 
water,  paint  and  a lot  of  outdoor  pls^^.  Kaylee  was  a very  mobile 
child  who  was  physically  able  to  participate  in  all  the  usual 
activities.  Compounding  the  challenge  were  the  other  children 
who  were  sure  to  be  curious;  we  worried  that  another  child 
might  pull  Kaylee’s  “nose”  just  to  see  what  would  >appen. 

Including  Kaylee  meant  more  than  simply  dealing  with  tlie 
child.  ^ knew  we  would  have  to  deal  with  staff  training  and 
concerns,  parental  e3q>ectations,  liability  issues  and  the  curios- 
ity of  the  other  children.  It  took  a lot  of  reassurance  from 
Kaylee’s  parents  and  doctors  and  the  Alberta  nursery  school 
she  had  previously  attended  to  give  us  the  courage  we  needed. 

Staff  training 

Kaylee’s  parents  and  doctors  insisted  that  non  medical  person- 
nel could  handle  routine  trach  procedures.  As  an  introduction, 
her  mother  demonstrated  the  procedures  to  our  staff.  A nurse 
came  to  the  center  for  a more  in-depth  discussion.  Then  we 
went  to  the  hospital  to  observe  and  learn  the  procedures. 

We  decided  on  some  fundamental  rules  for  quality  practices. 


For  example,  no  second-hand  knowledge  was  allowed.  That 
meant  one  staff  member  would  not  train  another  to  care  for 
the  trach.  Training  always  meant  going  back  to  the  source — to 
medical  professionals. 

Parents  and  children 

Kaylee’s  parents  wanted  her  to  feel  like  aiypical  child  with  a 
trach,  not  like  a “trach  child.”  Their  attitude  had  a lot  to  do 
with  her  attitude,  and  with  our  attitudes  as  well. 

We  thought  about  what  we  should  tell  the  other 
children  before  Kaylee  arrived.  We  finally  decided 
that  it  was  like  “Johnny  wears  glasses”— you  don’t 
warn  kids  ahead  of  time  that  Jolum/s  glasses  can 
break.  We  decided  they  only  needed  to  know  that 
the  tube  doesn’t  hurt  Kaylee,  but  that  they 
shouldn’t  touch  it  and  had  to  be  careful  when  play- 
ing with  her  in  the  sandbox  Kaylee  wore  a ban- 
danna over  the  “nose”  when  she  played  in  the 
sandbox  Soon,  all  the  kids  wore  bandannas  in  the 
sandbox 

Kaylee’s  trach  had  to  be  cleaned  several  times  a 
day,  first  instilled  (using  a saline  solution  from  a syringe  to 
loosen  mucus)  and  then  suctioned.  Staff  did  these  procedures 
in  the  daycare  office. 

Suctioning  is  noisy  and  messy— it’s  just  like  blowing  any 
child’s  nose.  At  first  Kaylee  didn’t  want  anyone  to  watch.  But 
soon  she  was  comfortable  enough  to  have  her  friends  accom- 
pany her  to  the  office.  They  would  continue  their  conversations 
while  we  cleaned  her  trach.  It  wasn’t  long  before  all  the  kids 
were  suctioning  their  dolls. 

Staff  members  agree  that  the  extra  work  it  took  to  include 
Kaylee  was  well  worth  it.  Kaylee  is  currently  in  kindergarten. 
She  has  age-appropriate  social  skills  because  she  had  typical 
childhood  experiences.  And  because  an  inclusive  daycare  pro- 
gram was  av^able,  her  parents  were  able  to  keep  up  their 
careers. 

— Trudy  Norton  and  Aly  Prins 

Trudy  Norton  arod  Aly  Primus  are  codirectors  of  the  Burquil 
Ian  Childcare  Centre  in  Coquitlam^  British  Columbia^ 
Canada. 
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Professionals  assessing  a child 
must  have  sufficient  experience  with 
observing  a wide  range  of  infants  and 
toddlers  and  their  families.  Only  pro- 
fessionals with  an  excellent  under- 
standing of  early  development  should 
be  given  responsibility  for  assess- 
ments that  Nvill  lead  to  a determina- 
tion of  a ciiild’s  developmental  status 
and/or  a plan  for  intervention. 

• The  assessment  process  shovM 
identify  the  child's  current  abilities 
and  strengths,  as  well  as  abilities 
the  child  needs  to  develop  to  attain 
landmaiics  further  along  the  devel- 
opmental road  map.  Development 
proceeds  in  a stepwise  fashion;  one 
capacity  builds  on  another.  Our 
knowledge  of  the  typical  timetable 
for  skill  development  can  be  useful. 

It  can  never  be  useful,  however,  to 
describe  a child  as  being  a certain 
number  of  “months  behind.” 

• Assessment  should  be  an  ongoing 
collaborative  process  between  pro- 
fessionals and  parents.  Participa- 
tion should  be  open  to  everyone 
who  is  substantially  involved  in  sup- 
porting the  child  and  family.  Parents 
and  significant  caregivers,  members 
of  a family’s  support  networks  and 
professionals  with  special  expertise 
all  have  important  roles  to  play. 

• The  process  of  assessment  should 
be  viewed  as  the  first  step  in  a 
potential  intervention  process.  A 
working  alliance  between  parents 
and  professionals  who  agree  about 
the  child’s  strengths,  vulnerabilities 
and  challenges  is  essential  to  identi- 
fying and  planning  ways  to  support  a 
child’s  continuing  development. 

The  r£q)id  changes  that  typically 
occur  in  the  first  three  years  of  life 
make  ongoing  monitoring  and  fre- 
quent reassessment  important  Care- 
ful observation  of  the  child  in 
multiple  but  familiar  contexts  and  on 
multiple  occasions  will  provide  a rich 
picture  of  the  child^s  current 
strengths  and  challenges. 

When  a child  and  fanuly  are 
involved  in  early  intervention,  profes- 
sionals and  parents  should  meet  reg- 
ularly to  compare  observations  of 
their  day-to-day  experiences.  These 
discussions  will  help  team  members 
identify  new  goals  and  promising 
ways  to  approach  them.  ‘ ' • 


Inclusive  Child  Care  Benefits  All  Children 

When  my  son,  Scott,  was  four  years  old,  he  met  a new  friend  at  daycare.  Quickly, 
Scott  and  James  became  inseparable  best  buddies.  Although  Scott  talked  a lot 
about  James  at  home,  we  didn’t  realize  James  was  blind  until  we  went  to  a parents’ 
meeting  two  months  later. 

I guess  we  should  have  known  something  was  different.  Scott,  has  always  been  a 
rough-and-tumble  type  of  kid — not  terribly  interested  in  quiet,  indoor  play.  His 
interests  had  ahvj^  been  ph^ical — running  faster,  jumping  higher,  throwing  fur- 
ther. But  now,  Scott  was  coming  home  and  talking  about  listening — ^picking  up  the 
sounds  of  squeaking  hinges  or  of  juice  being  poured.  He  told  us  it  was  neat  to  use 
sounds  to  try  to  guess  what  was  happening  when  you  closed  your  eyes.  He  said 
James  could  do  that  real  well.  Scott  said  James  wanted  to  be  an  air  conditioner 
repairman  when  he  grew  up;  now,  so  did  Scott. 

At  the  end  of  that  year,  James  moved  away.  It’s  been  four  years  since  the  boys 
were  together.  But  we  continue  to  be  amazed  at  the  combination  of  ^ugh  guy”  in 
Scott,  and  the  c^e  and  interest  he  shows  for  people  with  disabilities.  It’s  as  though 
he  very  naturally  sees  past  their  disabilities,  as  though  he  sees  the  inner  person 
right  away.  We  think  we  have  James  to  thank. 

Having  experienced  the  benefits  of  inclusive  child  care,  we  now  participate  in 
protests  and  letter-writing  campaigns  to  get  children  with  disabilities  into  the 
classrooms  and  summer  recreation  programs  our  children  attend — ^we  now  know 
that  experience  is  valuable  for  everyone. 

— Edward  Roberts 


Inoppropriate  approaches 

Some  current  practices  have  no 
place  in  an  ongoing,  collaborative 
assessment  process: 

• Young  children  should  never  be 
challenged  during  assesstnent  by 
separation  fivm  their  parents  or 
familiar  caregivers. 

• Young  children  should  never  be 
challenged  by  assessinent  by  a 
stranger.^  Unfortimately,  in  many  set- 
tings where  assessments  take  place, 
very  young  children  are  introduced 
to  strangers  and,  after  only  a brief 
“warm-up”  period,  are  expected  to 
demonstrate  tlieir  “best  abilities.” 
This  is  highly  unlikely  to  yield  mean- 
ingful information. 

• Formal  tests  should  not  be  the 
cornerstone  of  an  assessment. 
Many  assessments  are  conducted 
using  tests  that  have  been  chosen 
only  because  they  are  available,  or 
because  available  staff  have  been 
trained  in  their  use.  Structured 
tests  look  at  what  an  infant  can 
and  cannot  do  in  relationship  to 
defined  procedures.  The  abilities 
tested  by  formal  tests  are  only 
approximations  of  skills  the  child 
needs  to  use  in  real-world  situa- 
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tions;  natural  observations  are 
more  useful. 

Many  tests  were  developed  with 
children  who  were  not  experiencing 
developmental  challenges.  These 
tests  are  not  designed  to  bring  out 
the  unique  abilities  and  potential  of 
children  vrith  disabilities. 

Conclusions  drawn  from  mislead- 
ing scores  may  lead  to  in^propriate 
recommendations.  Compared  to 
complete  assessments  of  infants  and 
toddlers  with  disabilities,  test  results 
often  seriously  underestimate  chil- 
dren’s true  capacities. 

Summary 

Tl\e  cornerstone  of  assessment 
should  be  observations  of  the  child 
^\ith  trusted  caregivers.  Assessment 
involves  multiple  sources  of  informa- 
tion, organized  and  integrated  to 
obtain  a picture  of  the  “whole”  child. 
Appropriate  assessments  should  help 
parents  and  professionals  deepen 
their  shared  understanding  of  a 
chOd’s  competencies,  and  of  the  care- 
giving  and  learning  environments 
n\ost  likely  to  help  the  child  make 
full  use  of  his  or  her  developmental 
potential. 
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‘‘It  takes  one 
look  into 
their  eyes  to 

understand.  Medically 

fragile  children 


need  a special  kind  of  love. 
Right  at  Home.  ” 


Olsten  Kimberly  QualityCare  Pediatric 
& Perinatal  Services  is  committed  to 
setting  the  standard  of  care  for  medical- 
ly fragile  infants  and  children.  All  of 
our  nurses,  therapists  and  support  per- 
sonnel are  specifically  trained  in  neona- 
tal, pediatric  and  perinatal  care.  Every 
one  of  them  is  dedicated  to  providing 
home  care  that  meets  the  unique  needs 
of  these  special  patients.  To  find  out 


more  about  Olsten  Kimberly 
QualityCare’s  Pediatric  8c  Perinatal 
Services: 

Make  The  Sure^“  call:  1-800^6-NURSE 


A 1 Wmberiy  QualityCare' 

America  is  coming  home  with  us" 


© 1994  Olsten  Kimberly  QualityCere.  175  Broadhollow  Road,  Melville.  11747. 

Olsten  Kimberly  QuelityCare  does  not  discriminate  in  employment  or  services  based  on  age.  sex.  sexual  preference,  national  origin,  race,  religion,  color,  creed. 

marital,  veteran  or  disability  status. 

Circl«#16S 
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Daycare  for  Children 
Who  are  Medically  Fr^le 

By  Wanda  Monical 


ere’s  a typical  morning  for  Ellen 
and  her  family.  Her  parents  are 
up  at  5:30  am.  Her  mother 
packs  the  dis^er  bag  and  other 
essentials  for  daycaie.  She  wakes 
Ellen  at  six  for  bathing  and  dressing. 
Ellen  slept  fitfully  last  night.  So  did 
the  rest  of  the  family. 

Meanwhile,  Ellen’s  father  starts 
breakfast — making  a special  one  for 
Ellen — and  wakes  Jenny,  Ellen’s 
older  sister. 

What  makes  this  typical  morning 
different  are  the  “other  essentials”  in 
Ellen’s  digger  bag.  There’s  not  only  a 
change  of  clothes,  but  her  feeding 
pump,  tubing,  syringes,  medications 
and  a special  formula.  Ellen's  “day- 
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care”  is  staffed  by 
nurses  and  thera- 
pists, as  well  as 
teachers. 

Two-year-old 
Ellen  has  cerebral 
palsy  and  gastroe- 
sophageal reflux. 

She  has  difficulty 
eating  and  is  unable 
to  hold  her  head  up 
by  herself.  Until  six 
months  ago,  nurses 
and  therapists  were 
in  and  out  of  the 
family’s  home  on  a 
constant  basis. 

The  family  lost  a needed  second 
income  and  insurance  benefits  for 
Ellen  when  her  mother  had  to  quit 
her  job  to  care  for  Elllen.  The  family 
felt  isolated  and  powerless. 

Ellen’s  family  is  not  alone.  There 
are  more  than  three  milliori  cMdren 
with  chronic  illnesses  and  disabilities 
who  need  complicated  care.  This 
number  is  growing  as  mayor  medical 
advances  increase  the  survival  rate  of 
high-risk  infants. 

Families  struggling  to  meet  the 
needs  of  these  children  often  find 
themselves  overwhelmed.  Homes 
become  makeshift  hospitals  and  par- 
ents become  nurses.  Parents  never 
leave  the  kids,  and  often  lose  sleep 
because  of  the  around-the-clock  care 
the  children  require.  The  physical 
drain,  financial  pressure  and  isolation 
can  have  devastating  effects  on  a 
family. 

An  alternative 
for  families 

Medical  daycare  or  day-treatment 
centers  offer  an  alternative  for  these 
children  and  their  families.  Although 
only  a handful  of  these  centers  are 
now  hi  operation  in  the  country, 
interest  is  growing. 


Typical  centers  operate 
Monday-Friday  from  7 
am.  to  7 p.m.  Some  offer 
after-school,  weekend 
and  respite  services. 

Most  feature  indoor  and 
outdoor  play  areas,  sepa- 
rate infant  and  toddler 
sleeping  rooms,  educa- 
tional activities  and  ther- 
spies.  Decors  are  bright, 
friendly  and  resemble 
typical  daycare  settings. 
Nursing  stations  and 
treatment  rooms  are  the 
only  obvious  indications 
of  a controlled,  clinical  environment. 

Most  centers  accept  children  with 
a developmental  age  of  less  than  six 
years  who  are  considered  medically 
complex,  require  skilled  nursing 
interventions  and  are  technology 
dependent  Diagnoses  may  include 
failure  to  thrive,  multiple  congenital 
anomalies,  respiratory  conditions, 
cancer,  cardiac  disease  or  other  con- 
ditions. 

Some  centers  offer  care  to  chil- 
dren with  less  complicated  medical 
conditions  such  as  those  requiring 
only  cardiac-respiratory  monitoring. 
Additionally,  “typical”  children  may 
also  be  integrated  into  the  program 
to  promote  peer  relationships  and 
acceptance. 

Medical  models 

These  centers  are  medical  models, 
meaning  they  are  staffed  by  nurses 
specializing  in  pediatric  and  neonatal 
care;  physical,  occupational  and 
speech  therapists;  child-life  special- 
ists and  medical  social  workers. 
Some  centers  also  hiclude  respira- 
tory therapists. 

An  average  3:1  child-to-staff  ratio 
is  typical,  depending  on  a particular 
child’s  needs.  Many  high-tech  thera- 
pies can  be  provided  on-site  with 
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some  centers  housing  their  own 
pharmacy.  Medical  equipment 
designed  for  home  and  alternate  site 
use  can  also  be  accommodated. 
Developmental  thenq>ies — including 
physical,  occupational  and  speech 
ther^ies — can  be  provided  in  group- 
based,  day-to-day  activities  and  indi- 
vidualized sessions. 

Centers  are  licensed  by  state  day- 
care hcen^g  authorities  or  PPEC 
(Physician  Prescribed  Extended 
Care,  licensing  agencies  recognized 
in  some  states,  including  Florida  and 
Delaware).  Most  centers  are  located 
in  community-based  settings,  making 
transportation  more  convenient 
Some  centers  can  arrange  transporta- 
tion to  and  from  home  or  school. 

Self-confidence 
and  occepfance 

Early  childhood  education  and/or 
child-life  services  are  all  a part  of  car- 
ing for  the  child.  These  centers  pro- 
mote self-confidence  and  acceptance, 
and  prepare  children  for  a smoother 
transition  into  the  community  school 


system  by  emphasizing  social,  emo- 
tional and  intellectual  development 
as  well  as  normal  growth  and  devel- 
opmental tasks  such  as  toilet  train- 
ing, feeding  and  motor  skills. 

Cost-effective  care 

As  managed  care  gains  momentum, 
hospital  stays  are  shortened  and 
more  care  is  shifted  to  families  and 
community-based  providers.  The 
need  for  more  cost-effective  alter- 


nate-care settings  is  growing.  A 
child  can  attend  one  of  these  cen- 
ters at  a cost  that  is  about  25-30 
percent  less  than  traditional 
home-care  nursing  (which  already 
is  a fraction  of  the  cost  of  hospi- 
talization). This  does  not  include 
the  savings  from  decreased  rehos  - 
pitalizations, earlier  hospital  (fis* 
chaiges  and  the  fact  that  children 
who  are  medically  complex 
progress  more  r^idly  in  a stimu- 
lating, clinically^stnictured  envi- 
ronment 

For  parents  of  children  who 
are  considered  medically  fragile, 
the  struggle  to  find  special  daycare 
services  is  extremely  difficult.  This 
exciting  new  model  ^ves  families 
and  children  not  only  a sense  of  con- 
trol, but  a sense  of  normalization. 

WaTvda  MoniccU  has  worked  in  the 
health  care  field  for  15  years  and  is  the 
founder  of  Home  Care  Solutions,  an 
Atlanta-based  consulting  firm  spedal- 
izing  in  new  business  development 
and  alternate  site  delivery  centers. 


Transport  your  child 
safely  & securely 

I The  E-Z-ON  VEST 

The  E-Z-ON  VEST  is  a dynamically  tested  safety  restraint  designed  for  any  kind  of 
physical  or  behavioral  need. 

Used  with  our  mounting  straps,  it  is  easily  installed  in  any  family  vehicle,  bus.  or 
wheelchair.  Available  in  8 sizes...toddler  through  adult. 


The  Modified  ^ 

E-Z-ON  VEST  ^ 

Children  with  certain  physical  condi- 
tions (body  cast,  long  leg  cast  or  hip 
spica)  have  to  ride  in  a prone  or 
supine  position.  The  new  modified 
E-Z'ON  VEST  (Model  #101 M-2) 
enables  these  children  to  be  transported  securely.  No  special  installation  is 
required...the  Modified  E-Z-ON  VEST  adapts  to  the  vehicle’s  existing  seat  belts. 

To  order  or  for  more  information^  call  toll-free 
1-800-323-6598  or  FAX  (407)  747-8779 


€-Z-OW®V€ST 


E-Z-ON  PRODUCTS,  INC.  OF  FLORIDA  • 500  Commerce  Way  West  • Jupiter,  FL  33458 
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Makilffi  the  Transition  to  Group  Care 

by  Mary  M.  Donegan,  Dale  B.  Fink,  Susan  A.  Fowler  and  Michael  W.  Wischnowski 


An  important  milestone  in  any 
i young  child’s  life  is  the  start  of 
I attendance  in  a group  care  set- 
I ting.  In  earlier  generations,  this 
step  was  usually  associated  witli  the 
beginning  of  first  grade  or  kinder- 
garten. In  North  America  in  the 
1990s,  this  is  no  longer  the  case;  most 
children  now  attend  some  kind  of 
half-  or  full-day  daycare  prior  to 
kindergarten. 

Families  as  well  as  staff  working  in 
early  childhood  and  early  interven- 
tion programs  have  come  to  recog- 
nize the  entrance  into  such  programs 
as  a period  of  adjustment  for  many 


young  children  and  their  parents. 

This  article  presents  strategies  that 
may  ease  acjustment  problems  and 
decrease  the  amount  of  time  required 
for  a young  child  to  make  a success- 
ful a^ustment  to  the  new  setting: 

• Begin  early:  Advance  planning 
allows  parents  enough  time  to  pre- 
pare the  child  as  well  as  themselves. 
This  also  assures  there  will  be  ade- 
quate time  to  search  for  a setting  that 
is  the  least  restrictive  and  most 
appropriate. 

• TWk  about  the  new  setting  in 
positive  ways:  Equating  transition 
with  getting  to  be  a “big  boy”  or  “big 


girl”  and  showing  pride  in  the  child’s 
increasing  maturity  and  indepen- 
dence  helps  the  child  focus  on  the 
positive  aspects  of  this  change. 
Sometimes  referred  to  as  positive 
forecastvngy  this  helps  the  child 
begin  to  anticipate  what  to  expect  in 
the  near  future.  Another  way  of  pre- 
senting the  new  setting  in  a positive 
light  is  to  spend  time  with  the  child 
looking  at  a copy  of  a brochure 
from  the  new  program,  particularly 
if  it  contains  photographs  of  the 
building,  the  classrooms,  smiling 
children  and  affectionate  teachers. 
Some  programs  have  produced 


Joey  Gave  Us  the  Tools 

Daycare  workers  who  are  comniitted  to  inclusion  have 
plenty  of  experience  facing  tough  challenges.  We  learn 
sign  language.  Wfe  adapt  physical  settings  to  accommodate 
wheelchairs.  We  take  on  medical  responsibilities  not  typically 
considered  part  of  daycare  work. 

But  Michael,  a child  with  autism/PDD  (pervasive  develop- 
mental disorder),  brought  a whole  new  set  of  challenges  to  the 
University  of  Winnipeg  Students'  Association  Daycare. 

Compared  to  Michael,  adapting  our  program  for  a chUd  vrith 
cerebral  pal^  or  Down  syndrome  had  been  easy.  Michael  made 
limited  eye  contact,  fixated  on  toys  or  other  objects  for  hours 
and  had  difficulty  coping  vrith  even  small  changes  in  his  envi- 
ronment. Just  moving  a table  could  cause  him  to  scream  and 
flap  his  arms  s .4  vrithdraw  for  days. 

Wfe  wanted  to  include  Michael  but  knew  we  needed  some 
help.  Fortunately,  we  found  Joey  Itieisz,  a pqrchiatric  nurse 
with  Preschool  Consultation,  part  of  the  Manitoba-based 
Autism  Services  program.  Joey  gave  us  the  tools  to  help 
Michael  learn  to  anticipate,  make  choices  and  participte  in 
activities.  Stressing  the  importance  of  structure,  routine  and 
repetition,  Joey  recommended  specific  strate^es; 

1.  Have  a written  scrip^-llterally,  a plan  for  every  period  in 

Michael’s  day.  _ 

2.  Use  a “routine  minder"— a photographic  guide  to  Michael  s 

daily  schedule. 

3.  Carefully  prepare  Michael  for  each  transition  or  change. 

4.  Integrate  Michael  into  highly  predictable  activities  one  at  a 
time  and  let  him  learn  each  one  well. 

6.  Slowly  bring  other  children  into  the  routines  of  Michael’s 


I began  by  working  one-toone  with  Michael  in  a quiet  area. 
Every  morning,  Michael’s  mother  reminded  him  he  would  see 
me  and  showed  him  my  picture.  Then,  in  the  privacy  of  the 
quiet  area,  using  the  same  words  and  pictures  every  day,  his 
mom  as4 1 would  prepare  him  for  her  leaving. 

Soon,  we  were  able  to  take  the  first  steps  to  include  Michael 
with  other  cluldren.  We  started  vrith  morning  Sing-Song  time. 
Since  we  wanted  Michael  to  be  part  of  Sing-Song,  we  had  to 
plan  songs  in  advance.  Now,  we  always  start  the  day  with  the 
same  “Good  Morning”  song,  followed  by  the  same  alphabet 
song  and  then  a song  we  call  “Michael,  Michael,  Wx),  Michael. 
After  three  songs,  Michael  leaves  and  has  a snack.  Ws  discov- 
ered the  other  children  also  eryoy  the  predictability  of  the  first 
three  songs. 

Our  next  goal  was  to  bring  another  child  into  Michael  s pn- 
vate  day.  After  snack,  Michael  and  I always  worked  together  on 
a puzzle  while  other  children  played  nearby.  One  child,  who 
was  interested  in  the  actirity  and  seemed  to  have  skills  that 
would  help  Michael,  was  invited  to  join.  1 helped  Michael 
rehearse  for  this  child’s  inclusion  by  telling  him  the  ^rl’s  n^e 
and  shovring  him  her  picture.  After  several  days  of  her  partici- 
pation, Michael  showed  interest  in  her  when  she  appeared.  ^ 
Now,  other  children  have  also  been  recruited  to  join  Michael’s 
activities.  And  by  carefully  adding  components  of  the  unfamil- 
iar to  the  familiar,  Michael’s  participation  in  regular  daycare 
activities  has  increased. 

Difficulties  remain.  Events  sometimes  counter  attempts  to 
make  Michael’s  day  predictable.  The  fire  alarm  may  go  off 
uneiqiectedly  or  another  child  may  be  absent.  But  by  using 
scripting,  rehearsal  and  routine,  Michael  has  been  reached 
and  is  gaining  a repertoire  for  social  interaction. 

— Merilyn  Renaud 
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videos  that  can  be  shared. 

Helping  the  child  shop  for  a new 
book  bag,  backpack  or  lunch  box — 
which  will  not  be  used  until  the  first 
day  of  the  new  program — can  pre- 
sent another  opportunity  for  positive 
forecasting. 

• Encourage  the  child  to  ask 
questions  and  express  fears:  Be 
accepting  of  a child’s  worries,  rather 
than  dismissing  or  making  light  of 
these  feelings.  For  example,  if  a child 
says  he  won’t  go  to  the  new  program 
unless  his  brother  or  sister  also  goes, 
an  adult  can  say  something  like,  “We 
will  miss  you,  too.  We  will  be  waiting 
for  you  when  school  is  over.” 

Use  dramatic  play  and  storybooks 
to  anticipate  upcoming  changes.  Pre- 
tend play  can  help  children  deal  with 
fears  as  they  pretend  to  take  a bus  or 
find  their  cubby  at  the  new  school. 
Parents  and  children  can  share  story- 
books in  which  a child  starts  school 
or  goes  to  daycare  for  the  first  time. 
Such  books  can  help  children  under- 
stand that  it  is  all  right  to  feel  sad  and 
afraid,  but  also  that  things  usually 
work  out  just  fine. 

• Engage  the  child  in  group  expe- 
riences: Children  who  have  had  no 
previous  large-group  experiences, 
v/ill  benefit  from  exposure  to  groups 
of  children  in  new  environments. 
Activities  such  as  story  hour  at  the 
local  library  can  provide  good  large- 
group  experiences. 

It  may  also  be  possible  to  arrange 
play  dates  in  advance  with  one  or 
two  of  the  other  children  who  will  be 
attending  the  program.  Knowing  at 
least  one  other  child’s  name  and  face 
before  entering  the  new  environment 
will  help  the  child  look  forward  to 
the  experience. 

Arrange  visits  to  meet  teachers 
and  to  observe  or  join  in  classroom 
and  playground  activities.  Plan  the 
first  visit  for  a time  when  fewer  chil- 
dren will  be  there  so  the  child  can 
explore  the  classroom  and  become 
familiar  with  staff. 

Help  the  child  identify  similarities 
and  differences  between  current  sur- 
roundings and  the  new  program.  For 
example,  an  adult  may  point  out  that 
the  new  school  has  a slide  just  like 
the  one  at  the  pai  k.  If  possible,  video- 
tape activities  and  be  sure  to  include 


close-ups  of  staff  members.  Show  the 
video  at  home. 

Whenever  possible,  give  your  child 
the  opportunity  to  make  some  real 
choices.  For  example,  if  the  transi- 
tion involves  leaving  another  pro- 
gram, let  the  child  choose  a special 
treat  to  bring  for  the  staff  and  the 
other  children  in  that  program. 

In  preparing  for  the  new  pro- 
gram, let  the  child  choose  a toy  or 
other  object  that  can  travel  back 
and  forth  from  home  with  him  and 
sit  in  his  cubby  during  the  school 
day.  A favorite  toy  or  family  photo- 
graph is  familiar  and  comforting  to 
the  child;  it  also  gives  the  child 
something  to  talk  about  with  his 
new  caregivers. 

• Teach  usefhl  skills  and  routines: 

Children  can  benefit  from  opport'uni- 
ties  to  learn  and  practice  independent 
skills  that  are  considered  important 
in  the  new  environment.  Observa- 
tions of  the  classroom  routine  and 
discussions  with  staff  members  can 
help  parents  and  therapists  determine 
skills  the  child  will  need  to  function 
as  independently  as  possible. 

Practice  selected  classroom  “sur- 
vival skills”  throughout  the  year  or  a 
few  months  before  the  transition.  For 


example,  putting  toys  away  after 
playing  with  them  can  be  taught  all 
year  long.  However,  skills  more 
specific  to  the  new  pr  7gram — for 
example,  sitting  on  a carpet  square 
for  circle  time — may  be  introduced 
shortly  before  the  transition. 

It  is  very  helpful  to  find  out  in 
advance  how  daily  routines  such  as 
bathroom,  nap  time  and  transitions 
between  activities  are  handled.  For 
example; 

• Are  children  taken  to  the  bathroom 
as  a group?  Are  they  expected  to  tell 
the  teacher  on  their  own  when  they 
need  to  go? 

• If  there  is  a nap  time,  is  th . child 
exp>ected  to  recognize  his  own  blan- 
ket or  find  her  own  name  on  a cot?  Is 
the  child  expected  to  carry  a cot  to  a 
designated  spot? 

• How  does  the  teacher  indicate  that 
it  is  time  to  come  inside  when  chO- 
dren  have  been  out  on  the  play- 
ground? Do  they  form  a line?  Are  the 
same  cues  used  for  transitions  before 
or  after  other  privities? 

Before  tlie  enters  the  pro- 
gram, it  is  important  to  inform  the 
staff  about  the  child’s  progi'ess  in 
mastering  skills  needed  to  function 
independently.  This  is  especially 
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important  if  the  new  environment  is 
a regular  early  childhood  setting  in 
the  child  will  be  one  only  a 
few  children  with  special  needs.  To 
ensure  continuity  and  success  for  the 
child,  it  wiU  be  important  to  arrange 
program  staff  to  support  and  con< 
instructing  the  child  in  these 

skills. 

Communicate  share  infer- 

mation  in  advance:  or  ther-  >], 

apists  may  be  able  to  demonstrate 
positioning,  handling  or  feeding  tech- 
niques.  They  may  also  be  able 
inform  the  child’s  teachers 

about  or  effec- 

with  difficult 

is  also  useful  discuss  rules 
regarding  privacy  confidentiality 

(see  sidebar  on  page  30).  How  much 
information  should  be  shared  with 

staff  members?  How  much  informa-  Brandon  was  once  filled  with  rage.  He  pinched,  kicked,  bit,  and 


tion  should  be  given  to  parents  of 
other  children? 


scratched  the  people  he  loved,  often  hurting  himself  in  the  process. 


His  anger  was  understandable.  Blind  since  birth,  having 
cerebral  palsy,  and  other  developmental  disabilities,  Brandon  had 
great  difficulty  performing  even  the  simplest  tasks.  He  wanted 
independence,  but  could  barely  communicate  even  his  most 
basic  needs. 


Working  together,  parents,  mem- 
bers of  the  child’s  team  and  staff  of 
the  new  program  ca;.  assist  children 
and  families  in  developing  a sense  of 
comfort  and  trust  in  the  new  setting. 


After  making  limited  progress  at  a school  for  the  visually 
impaired,  Brandon  came  to  Heartspring.  An  interdisciplinary  team 
of  Heartspring  specialists  explored  his  specific  challenges  and  began 
the  process  of  helping  Brandon  to  learn  more  acceptable  ways  of 
expressing  his  wants  and  needs. 


TTiis  article  was  adapted  from  a.  publi- 
cation of  FACTS/LRE  (Family  and 
Child  Transitions  into  Least  Restric- 
tive Environments)  ^ a federally- 
funded  outreach  project  of  the  Office  of 
Special  Education  Pfvgrams^  US 
Department  of  Education.  Susan  A. 
Fowler^  Ph.D.  is  project  director^  Dale 
B.  Fink  is  project  coordinator,  and 
Mary  M.  Donegan  and  Michael  W 
V/ischnowski  are  associates.  Fink, 
Donegan  and  Wischnou)ski  aic  doc- 
toral candidates  in  the  Department  of 
Special  Education,  University  of  lUi- 
nois  at  Urbana-Champaign;  Fowler  is 
depaiiment  head. 


If  you  know  a child  with  multiple  disabilities  who  needs  help 
finding  the  road  to  independence,  call  Heartspring  uxlay.  Together 
we  can  make  a difference. 


Before  long,  a wonderful  young  man  began  to  develop. 

Embracing  the  new  possibilities  in  his  life,  Brandon  learned  new 
orientation  and  mobility  skills  so  he  can  go  by  himself  from  his 
classroom  to  lunch  everyday  and  many  other  places  at  home  and  on 
campus.  He  now  takes  rhe  school  bus  home  on  Fridays  to  spend  time 
with  his  family.  Down  the  road,  Brandon  will  return  home  and  to  his 
public  school.  We  want  to  help  him  with  that  journey. 


Rather  than  angrily  acting  out  his  frustration,  Brandon  learned 
to  ask  for  help  — with  the  assistance  of  a communication  device 
when  necessary.  He  was  given  positive  reinforcement  with  each  step 
forward.  He  was  giv^en  love  always. 


new 


The  booklet  from  which  this  article 


was  adapted.  Entering  a New 
Prksch(X)L:  How  Service  Providers 
AND  Families  Can  Ease  the  Transi- 
tions OF  Children  Turning  Three  Who 
Have  Special  Needs^  can  be  ordered 
from  IRHD  Publications,  61  Chil- 
dren's Research  Center,  51  Gerty  Dr., 
Champaign,  IL  61802.  The  cost  is 
$2,50;  make  cheeks  out  to  "UnivnsUy 
of  Illinois.  ” You  may  also  write  for 
niorv  information  about  FACTS/LRE 
and  an  order  form  listing  cll  project 
publications. 


2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219-4699 
1-800*  835-1043 


A lifeskills  learning  center 
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Readers  Talk  About:  CHILD  CARE 

A few  months  ago,  we  asked  readers  to  tell  us  about  their  experiences  JmUng  child  care  for  young 
children  with  disabilities.  Here  are  some  of  the  stones  they  shared. . . 

“Friends,  Mommy.  Friends”  Suiprise  Visits 


Our  third  child,  Joey,  who  has  Down  syndrome,  began  daycare 
at  a center  for  children  with  disabilities  when  he  was  10 
weeks  old.  When  Joey  was  almost  two,  a staff  member  sugge.sted 
that  he  move  to  a regular  daycare  center.  I thought  any  center 
would  beg  to  accept  my  son  in  order  to  enrich  the  lives  of  the 
other  children.  Tten  phone  calls  later,  1 realized  it  w.asn’t  that  sim- 
ple. Most  were  not  interested  in  “the  challenge.”  Others  promised 
to  call  back,  but  never  did. 

Finally,  I called  the  area  director  of  the  Discovery  Schools. 

I told  him  a little  about  Joey — ^he 
signed  more  than  he  spoke,  was 
physically  awkward  ind  had  not  yet 
mastered  the  art  of  feeding  lumself 
with  a spoon. 

I waited  for  the  inevitable  silence, 
but  there  was  none.  Instead,  I was 
assured  that  the  chain  had  a policy 
of  non-discrimination  and  would  be 
happy  to  accept  Joey. 

We  had  cleared  the  first  hurdle, 
but  how  would  the  actual  staff 
respond?  Starting  with  our  first  visit, 
the  teachers  who  would  be  working 
with  Joey  were  eager  and  interested. 
Because  they  did  not  know  sign  language,  they  asked  to  have  his 
speech  therapist  teach  them  the  signs  he  used. 

As  Joey  moved  from  the  infant  to  the  toddler  class,  we  watched 
him  bloom.  Eating  lunch  with  other  children  did  more  to  encour- 
age him  to  feed  himself  than  everything  we'd  tried  at  home.  The 
teachers  labored  with  Joey  over  his  attempts  to  pmnt  and  hold 
scissors  and  facilitated  his  interaction  with  the  other  children. 
Last  September,  at  age  four,  Joey  advanced  to  the  preschool 


Jo^  (l^)  participates  in  a 
Halloween  costume  parade  at  the 
Discomy  School  daycare  center. 


class.  Although  potty-training  was  a prerequi- 
site for  this  class— a milestone  Joey  had  not 
yet  achieved— the  staff  recognized  his  need 
to  be  with  his  peers. 

A few  weeks  ago  I arrived  at  the  center  to 
pick  Joey  up.  The  children  were  outside  on 
the  playground,  so  1 went  in  to  collect  Joey’s 
things.  In  his  cubby,  under  the  day’s  artwork, 
lay  a small,  white  envelope.  Heart  pounding,  1 
opened  it  to  find  an  invitation  to  a classmate  s 
birthday  party. 

Outside,  1 found  Joey  climbing  the  monkey 
bars  with  two  other  boys.  He  greeted  me,  then 
motioned  enthusiastically  to  his  companions. 
“Friends,  Mommy.  Friends,”  he  said  happily. 
And  1 thanked  God  for  Discovery  School. 

— Teresa  L Nelson 
Mechanicsburg,  Pennsylvania 


Although  my  husband  and  I were  uncomfortable  placing  our 
four-year-old  son  with  Lennox-Gastaut  syndrome,  into  daycare, 
we  had  no  choice.  I had  to  work  and  my  mother— who  had  been 
caring  for  Craig— had  passed  away. 

We  knew  it  wouldn’t  be  easy  finding  an  appropriate  program. 

We  finally  decided  on  a center  where  he  would  be  the  only  child 
with  special  needs.  I chose  this  program  because  it  was  very  small. 

Within  a month,  I had  become  quite  unhappy  with  m^y 
aspects  of  the  program.  The  staff  complained  about  Craig  messing 
his  pants  everyday — it  turned  out  nobody  was  remembering  to  put 
him  on  the  toUet.  The  staff  made  no  efforts  to  include  Craig  in 
activities  with  the  other  children;  he  spent  most  of  the  day  aim- 
lessly walking  around  with  his  lunch  box. 

I called  a meeting  with  the  director.  I 
explained  that  Craig  had  autistic  charac- 
teristics and  tended  to  fixate  on  objects.  I 
suggested  they  put  the  lunch  box  out  of 
his  reach  and  offer  him  the  chance  to  par- 
ticipate in  more  beneficial  activities. 

1 hoped  this  meeting  would  make 
things  better,  but  things  became  worse. 

1 walked  into  the  center  one  day  and,  to 
my  horror,  found  Craig  restrained  in  a 
chair  with  a belt.  A staff  member  told  me 
she  was  “trying  to  teach  him  something.” 

I called  another  meeting  and 
demanded  they  stop  using  restraints  with 
my  son.  1 told  them  Craig  would  sit  still  if 
he  was  involved  in  an  interesting  activity. 

But  the  staff  continued  to  restrain 
Craig.  I called  his  case  manager  at  the  state  mental  retardation 
board.  We  met  with  the  center  director  and  her  immediate  supe- 
rior. The  center  director  and  her  boss  kept 
referring  to  “Craig  and  the  kids.” 

I explained  that  Craig  is  one  of  the  kids. 
“You  wouldn’t  strap  a typical  child  to  a chair,- 
would  you?”  I asked. 

I decided  to  go  straight  to  the  top.  I called 
another  meeting— this  time  with  the  pro- 
gram's regional  director.  I explained  my  rea- 
sons for  choosing  the  program  and  told  her 


Craig  interacts  with  a friend 
at  daycare. 


Readers  taBtdbout 


We  invite  you  to  the  discussk  v?  in  future  issues 
of  ExcspTxm.  PAim.  In  upcoming  months, 
readers  will  be  talking  about: 

• facilitated  communication  (May:  deadline 
March  15. 1995) 

• talking  with  a child  atXMJt  his  or  her  disabil- 
ity (June;  deadline  April  1. 1995) 

• helping  a child  make  fnends  (July:  deadline 
May  1,1995) 

• experiences  with  genetic  counseling 

(August:  deadline  June  1 . 1995) 

• educational  options—speclal  schools  or 

inclusion  (September;  deadline  July  1 . 
1995) 

WritB  to.'  Readers  Talk,  ExcsPTKm  Parpw. 
209  Harvard  SI.  Ste.  303,  Brookline,  MA 
021 46,  (61 7)  730-8742  (fax). 


how  badly  I wanted  it  to  work.  I reminded  her 
that  Craig  had  a legal  ri^t  to  participate. 

Eventually,  local  director  was  fired;  since 
then,  the  situation  has  Improved.  And  to 
make  sun^  it  continues  to  be  a good  environ- 
ment for  Craig,  his  case  manager  makes  fre- 
quent surprise  visits. 

^^ollcenNowotka 

Ohio 
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Wet,  But  Happy 

My  ^e-ym-old  son,  Ben,  has  multiple,  severe  disabilities  as 
XTlthe  result  of  a rare  genetic  disorder.  He  is  very  social  and 

“» ll«  lime,  Ben  is 

attending  a regular  daycare  program— a district- 
o^rated  after-school  program  for  school-age 
c udren;  Ben  is  the  only  child  with  a disability,  I 
chose  this  program  because  it  is  the  one  his 
brother  attends  and  because  it  is  my  intention 
that  Ben  be  fully  included  for  kindergarten  next 
year  at  the  neighborhood  s'  ' col  where  this  pro- 
gram is  housed. 

The  staff  expressed  some  concern,  but  no 
actual  resistance  to  including  Ben.  After  two 
months,  everyone  seems  pleasantly  surprised  at 
how  easy  the  transition  has  been  and  how  well 
Ben  fits  into  the  program.  The  staff  loves  him-  he 
loves  the  program;  and  I am  thrilled  to  see  the 
other  children  treating  him  like  just  another  kid 
The  one  huge  wart  on  this  otherwise  pretty 
picture  has  been  the  district  administrator  to 

tTarhlt?”"^  ^ the  staff 

that  they  are  not  to  assist  Ben  with  toileting.  Ben  still  wears  dia- 

pere,  stays  dry  for  long  periods  of  time,  and  almost  never  has  a 

bowel  movement  in  the  afternoon,  so  this  has  not  yet  become  a 

practical  problem.  It  is  inevitable,  however,  that  Ben  will  someday 


'the  adm^ 

2Sr“l  will  caU  me  at  work  and  I wiU  stop 

whatever  I am  doing  and  come  to  change  his  diaper. 

^ even  greater  problem  is  that  Ben  is  in  the  process  of  becom- 
mg  toilet  framed.  He  is  not  physically  able  to  pull  down  his  pants 
or  to  move  from  his  wheelchair  onto  the  toilet— for 
him,  todet  training  means  learning  to  ask  to  use  the 
toilet.  ^ are  pleased  that  he  has  started  to  commu- 
ni^te  his  need  to  use  the  bathroom.  However,  if  and 
when  he  communicates  that  need  at  daycare,  the 
staff  have  been  instructed  to  tell  him,  “Sony  Idd 
J^u’re  on  your  own.”  My  efforts  to  tell  the  admini^ 
trator  how  devastating  this  could  be  to  Ben’s  self- 
^teem  has  been  met  only  with  sympathy  for  my 

Ben’s  nert  lEP  meeting  is  coming  up  and  I intend 

M as  part,  of 

te  lER  At  that  pomt,  if  the  district  administrator 
stdl  refuses  to  accommodate  his  toileting  needs,  I 
mtend  to  file  a complaint  with  the  Office  of  Civil 
Rights. 

, T'r  nieantime,  Ben  is  happy — albeit  wet  The 

s^is  domg  a great  job  despite  the  constraints  placed  on  them  by 

• ‘he  program  are  leam-^ 

mg  that  kids  with  disabilities  are  more  like  them  than  different. 

Mania  C.  Ibdhunter 
San  Francisco,  Califomia 


SPECIAL  INTRODUCTORY 
SAVINGS  OFFER! 

‘^REAL  ” underwear  just  like 
“Mommy's  A Daddy's” 
but  -with 

special  moisture-proof 
“Dri-Gard  Barrier” 
with 

Pads  that  Gel  to 
keep  wetness 
inside  the  pad! 


.$16.50 


PREV^. 


■TRAINTNG  SYSTF.IVT 

• Panties  & Briefs  plus 

• “T”  Shaped  Pad  for 

custom  fi^ 


OfferHJZm 

Package  includes: 

Three  (3)  Girls  or  Boys  Training  Pants 
2/rree  ® Paa60  Training  Paos 

i' # V items..  $49.50 

Special  intmiu^on  savings  ^ 


I 

|Name. 


Address_ 
City_ 


State/Zip  ^ 


Please,  Rush  My  Introductory 
Offer  of  Prevent  Plus. 

(Pl^e  check  the  offer  you  desire) 
M Offer  #1.  $15.00  + $3  ship 
ii  Offer  #2-  $43.50 -f  $3  ship. 


font  SIZE  CHAJtr  Waist  Hips  Weight' 
^oys  4T  20-2r  J9.20"  28-38lb. 

Boys  6 2J-22"  21-23"  39-40  lb 

Boys  8 22-23  “ 24-26"  30-39  lb. 


Girls 

Girls 

Girls 


28-38  lb. 

2216-23"  21-23"  39-49 lb. 
23'/i-24"  24-26"  30-39  lb. 


(Please  check  the  style  ami  size  required) 

Style;  Boys Girls 

Size;  4T 6 8 

inclosed  please  find  a check  or 

Money  Order  in  the  amount  of  $ 

Sorry  no  COD’s.  payable  to; 

humanicare  international 

1471  Jersey  Avenue, 


I •->'*  jciacy  Avenue, 

I^North  Brunswick,  New  Jersey  08902 


fipmj 


Cird««oo 
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Child  Care  and  the  ADA 


by  Rita  D.  Siegle 

Slie  Americans  with  Disabilities 
Act  (ADA)  is  a powerful  state- 
ment of  ciwll  rights  for  persons 

B with  disabilities.  Title  III  of  the 

ADA  prohibits  discrimination  on  the 
basis  of  a disabiUty  for  many  pnvate 
businesses;  this  expUcitly  includes 
daycare  centers.  All  chUd  care  pro- 
grams, including  family  daycare 
homes,  must  comply  with  the  ADA. 

Defining  discrimination 

The  ADA  defines  a person  with  a dis- 
ability as  someone: 

• with  a physical  or  mental  impair- 
ment that  substantially  limits  one  or 
more  of  the  m^or  “Ufe  activities 
(caring  for  oneself,  performing  man- 
ual tasks,  walking,  seeing,  speaking, 
breathing,  learning  or  working), 

• with  a history  of  such  an  impan- 
nient  (for  example,  a child  w^ho  had 
cancer  but  is  now  in  remission),  or 

• regarded  as  having  such  an  impair- 
ment (for  example,  a child  with  a 
cranio-facial  condition  who  “looks 
different”). 

The  ADA  prohibits  child  care  pro- 
grams from  discriminating  against 
any  chUd  in  one  of  the  above  cate- 
gories. It  also  prohibits  discriimna- 
tion  against  a child  who  has  a family 
member  with  a disability. 


Ipli*. 


p.m,^EST. , , 

Ijm  Ceniw|S2  Sflconil  $t,  Sit  B.,  S»rftHr/ 
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"Reasonable  modifications' 

The  ADA  retiiures  child  care 
providers  to  make  “reasonable 
modifications”  for  equal  access  to 
program  participation.  These  may 
include:  revision  of  policies  and  pro- 
cedures, removal  of  physical  bam- 

ers  provision  of  adaptive  equipment, 
cumculurn  adaptations  and  changes 
in  staffing  patterns  and  training. 

Some  exceptions 

A provider  is  allowed  to  exclude  a 
child  with  a disability  if  he  pc»es  a 
“direct  threat”  to  himself  or  others, 
which  cannot  be  overcome  by  rea- 
sonable modifications.  But  before  a 
child  can  be  excluded  for  this  reason, 
the  provider  must  document  efforts 
made  to  include  the  child. 

The  provider  may  also  exclude  a 
child  if  accommodating  the  child: 

. requires  changes  that  fimdament^y 
alter  the  nature  of  tlie  program,  and 
there  are  no  reasonable  alternatives. 

• requires  provision  of  eqmpment  or 
services  that  would  be  an  “undue 
burden”  (significant  difficulty  or 
expense)  on  the  provider,  and  tliere 
are  no  alternative  accommodations. 

• requires  architectural  changes  ffiat 
are  not  “readUy  achievable”  (easily 
accomplished  without  significant  ■ 
difficulty  or  expense),  and  there  are 
no  readily  achievable  alternatives. 

“Undue  burden”  and  “readily 
achievable”  can  have  different  mean- 
ings depending  on  a program’s 

resources.  For  example,  a lai^e  ch^ 
of  child  care  programs  that  typically 
provides  transportation  services  may 
be  able  to  buy  a wheelchair  lift  for  a 
van;  for  a famUy  daycare  home, 
would  create  an  “undue  burden. 

Denying  care  to  a child  under  an 
allowable  exception  does  not  a 
provider  may  exclude  others  with  the 
same  disability.  Each  child  s nee  s 
must  be  assessed  individually. 

Grey  Areas 


Ian  Keith  (in  stander)  enjoys  art  cUmat 
Rainbow  Station  Child  Developri^t  Cen 
ter  in  Riohmond,  Virginia.  Ian  has  cere- 
txral  palsy  and  is  hard  of  hearing. 


• Cost:  Even  if  accommodating  a 
child  results  in  additional 


the  facility  may  not  char  ge  his  or  her 
parents  extra  fees.  However,  these 
costs  may  be  passed  on  to  aU  partici- 
pants in  the  program. 

• Disclosure:  Parents  are  not 

required  to  disclose  a child’s  special 
needs.  But  if  not  disclosed,  a 
provider  cannot  be  expected  to 
accommodate  those  needs. 

• Religious  entities:  The  ADA 
exempts  programs  opera.'ed  by  reh- 
gious  organizations  unless  they 
receive  any  type  of  federal  funding. 

Rita  D.  Siegle,  M.Ed.,  works  at 

Dependent  Care  Management 

Group,  a consulting  company  in 
San  Antonio,  Texas,  where  she 
supennses  a child  and  elder  care 
resource  and  referral  program. 

This  article  has  been  adapted 
ivith  permission  from  Cmw  Care 

for  All  Chiwren:  A Reeerrai^ 
Counselor’s  Gum  to  Inclusive 
Care.  (See  Chum  Care  RrJsouRCEs  on 
page  35.)  thin  ding  for  the  book  was 
provided  by  the  Texas  Employment 
Commissim  Work  and  Family 
Clearinghouse  thr&ugh  a Dependent 
Caw  Bock  Grant.  The  b-Mk  was 
uritten  by  Rita  until  support  from 
Nancy  Hard,  president  of  Dependent 
Care  Management  Group 
Ject  manager  of  the.  Inclusive  Child 
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Child  Care  Resources 


ADA-flEUTEO 

PilBlJ&MlOHS 

7h$ADAMd(MdCarBm¥ldm 

Ansms  questions  provkjers  may  have 
about  ADA  requirements.  Fm. 

• Action  for  Better  Child  Care,  United 
Cerebral  Palsy  of  Greater  Atlanta,  1 776 
Peachtree  St  NW,  Ste  522  S,  Atlanta,  6A 
30309,  (404)  892-2252 

AinOds  Count 

For  caregivers  and  parents.  Lists 
resources.  89  pp,  $12MC 

• The  Arc,  PO  to  1 047.  Arlington,  TX 
76004-1047 

Caring  for  Chikkonyi^  Special 
Needs:  7h$  ADA  and  ChUd  Care 
For  child  care  providers.  Addresses  legal 
concerns.  40pp,$1D 

Child  Care  and  the  ADA:  Hightights 
for  Parents 

For  parents  of  children  wiVwut  disabili- 
ties. 16pp,$5. 

ChikI  Care  and  the  ADA:  H^lNigMs  for 
ParrnitsiriChiklnnwithDisabmes 

Overview  of  ADA  requirements:  actions 
to  take  if  a program  does  not  comply 
with  ADA.  19pp,$5, 

• The  Child  Care  Law  Center,  22  Second 
St,  5th  FI,  San  Francisco,  CA  94105. 
(415)495-5498 

Understanding  the  ADA:  Information 
for  Early  Childhood  Programs 

Fa  child  care  providers.  Free, 

• National  Association  for  the  Education 
of  Young  Children,  to  ADA,  1 509  1 6th 
St  NW,  Washington,  DC  20036 

6EHEBALPUBUCM10WS 

Caring  for  Children  wmm  or  AIDS 
mChildCare 

Fa  child  care  providers.  Legal  issues, 
practical  cofK^ms.  36  pp.  $10. 

• The  Child  Care  Law  Center,  22  Second 
St,  5th  FI.  San  Francisco,  CA  94105, 
(415)495-5498 


A Great  Place  to  Be  Me:  Selecting 
a ChBd  Can  Program  When  Your 
cmt  Has  a Disability 

information  guide  for  parents.  20  pp;  $7Sl 

• Child  Plus,  Rural  Institute  on  Dis- 
abilities, The  University  of  Montana,  52  N 
Corbin  Hall,  Missoula.  MT  5981 2,  (800) 
235-4122 

Including  All  Of  Usr^  Early  Cm- 
hood  Currkalum  About  D^abiHty 

Guide  to  developing  a classroom  that  is 
nonsexist,  multicultural  and  accessible. 
Pub.  1984,  144pp,  $10£6. 

• Gryphon  House,  3706  Otis  St,  PO  to 
275,  Mt  Rainier,  MD  2071 2 

Including  Children  with  Special 
Needs  In  Early  Childhood  Programs 

Research  monograph.  Practical  tips. 

230  pp.  $8. 

A Place  For  Me:  Including  Children 
with  Special  Needs  In  Early  Care 
and  Education  Settings 

General  guide  fo:  providers.  Addresses 
questions  typically-developing  children 
may  have.  85  pp;  $4^* * 

• National  Association  for  the  Education 
of  Young  Children.  1 509 1 6th  St  NW. 
Washington,  DC  20036 

lntheMalnslraam--Fromlhe 

Beginning? 

Rnal  report  of  a statewide  (NY)  study  of 
child  care  fa  children  with  disabilities. 
Includes  descriptions  of  programs  and 
quotes  from  parents.  Free. 

• New  York  State  Developmental  Disabil- 
ities Planning  Council,  155  Washington 
Ave,  2nd  FI,  Albany,  NY  12210,  (800) 
395-3372 

Integrating  Children  With  Special 
Needs  Into  Pro-School  Settings: 

A Hesoarce  Handbook 

Extensive  bibliography  of  resources. 

87  pp.  $5. 

• Child  Care  Careers  Institute  Informa- 
tion Clearinghouse,  71  Summer  St,  3rd 
FI.  Boston,  MA  021 10,  (61 7)  338-6420 


ChUd  Care  for  AU  Children: 

A Heferral  Counselors  Guide 
toInciushmCare 

Comprehensive  guide  fa  refaral  coun- 
selors. Shows  tfow  parents,  providers 
and  counselors  can  work  together  to 
make  inclusion  work.  80  pp,  $20. 

• Dependent  Care  Management  Group, 

1 30  Lewis  St,  San  Antonio,  TX  7821 2, 
(210)  ?25-0276 

ChUd  Care  for  Children 
whh  Special  Needs 

Helps  parents  assess  how  well  child  care 
providers  address  children’s  needs. 
Outlines  key  questions  to  ask. 

FreeloMNpment$;$21orother$. 

• PACER,  4826  Chicago  Ave  S.  Min- 
neapolis, MN  55417,  (612)  827-2966 


MnCH-4Aodel(rilnterdi8rdfUini^ 
Gaining  for  Children  wilhHgnt^ 

Series  of  13  easy-to-read  manuals  cov- 
ering all  aspects  of  caring  fa  children 
with  disabilities  in  inclusive  settings. 
80-130  pp.  $S-7each. 

• MITCH,  c/o  FOLRS/South,  5555  SW 
93rd  Ave.  Miami.  FL  3361 5.  (305)  274- 
3501 

More  Alike  Than  Differe,tt  including 
Children  with  Special  Neede  in 
SchoohAgeSettinge 

Curriculum  fa  a series  of  12  workshops 
to  train  child  care  providers.  Includes 
instnrctions  and  handouts.  Free. 

• New  Jersey  Department  of  Human 
Services.  222  S Warren  St.  CN  700, 
Trenton,  NJ  08625,  (609)  984-0879 


(kmetkmmidAnewermChooeing 

cmCmfrHCmmwhhSpecial 

Neede 

Answers  parents’  questions  about 
choosing  child  care  fa  cNIdren  with  dis- 
abilities. Lists  resources.  16  pp.  $3, 

QaestioneatulAnswett: 
WorkkH^wfdtParenMrriCNkke^ 
with  Sperriat  Neede 

Fa  child  care  providers.  Lists  resources 
fa  mae  intonnation.  32  pp.  $3. 

• Community  Coordinated  QiHd  Care, 

225  Long  Ave,  BkJg  14,  Hillside,  NJ 
07205 

The  SpeciaUnk  Book:  On  the  Road 
to  Mainstream  Child  Care 

Refaence  guide  to  indush/e  child  care  in 
Canada  and  a record  of  the  SpeciaUnk 
Symposium.  178  pp.  $18  (US  a Can.). 

• SpeciaUnk,  186  Prince  S.  Sydney,  NS 
Canada  BIP  5K5,  (902)  562-1662 

WIPEOflAPES 

ABC^  of  Incktsiyo  Child  Care 

Shorn  a variety  of  child  care  settings  in 
which  children  with  disabilities  have 
been  included:  14  min.  Flee. 

• Texas  Council  for  Developmental 
Disabilities,  Attn:  Lucy  Walker,  4900  N 
Lamar  Blvd,  Austin,  TX  78751  -2399 
(512)  483-4093 

JustalddUkeMe 

Demonstrates  three  environments— a 
family  daycare  home,  a child  care  centa 
and  a school-age  program— integratir^ 
children  with  disabilities.  28  min..  $25 
purchase;  $15  raataL 

• Child  Care  and  Family  Services,  1 55  N 
Occidental  Blvd.  Los  Angeles,  CA 
90026,(213)427-2700 

The  Maktstnm  is  the  Bight  Stream 

Shows  methods  fa  including  children 
with  disabilities.  One  segment  gives  an 
overview:  four  segments  show  children 
with  blindness,  a medically-ftagile  condi- 
tion. cerebral  pal^  and  autism  being 
included.  Available  in  English  a French. 
60  min..  $40  (US  a Can.). 

• SpeciaUnk,  1 86  Prince  St,  Sydney,  NS 
Canada  BIP  5K5,  (902)  562-1662 
Same  Time,  Same  Place 

Shows  children  with  different  types  of 
disabilities  in  three  different  child  care 
settings.  15  mk.  $16, 

• Continuing  Education  Adniinistration 
Business  Office,  1 586  Stewart  Ctr,  Rm 
1 10,  Purdue  University,  W Lafayette,  IN 
47907-1586,  (800)  359-2968 

JUIDWTAPES 

Actkmfcf  Better  ChUd  Care  Audio 
neWMmmTw 

Quarterty  audb  newsletters  offer 
information  to  providers  on  general  child 
care  and  ADA  questions.  7-14  min. 
each.$Z 

• Action  for  Better  Child  Care,  United 
Cerebral  Palsy  of  Greater  Atlanta,  1 776 
Peachtree  St  NW,  Suite  522  S,  Atlanta, 
GA  30309.  (404)  892-2252 


SpedaLnk 


UpeciaUnk.  Canada’s  National 
wChiid  Care  Mainstream  Network, 

Is  a non-pncrfit  organization  that  grew 
out  of  1 5 years  front-line  work  In 
an  inclusive  child  care  center  that 
became  a rational  rnodel.  The  orga- 
nization alms  to  Increase  the  quan- 
tity and  quality  of  Indusiye  child  care 
in  Canada  and  to  bring  children  vvho 
are  currently  excluded  Into  the  main- 
stream. Spec^Link  does  research 
on  succe^i.  Inclusive  child  care 
programs,  develops  resources  for 
child  care  workers  and  parents  and 
promotes  changes  in  government 
policy. 

Spec^nk  works  toward  full 
inclusion  In  a milieu  very  different 
than  the  United  States.  In  the  U.S., 
laws  mandate  a "free,  appropriate, 
public  education"  for  children  with 
disabilities  Qhe  Individuals  with  Dis- 
abilities Education  Act)  and  outlaw 
discrimination  on  the  basis  of  dis- 
ability (the  Americans  with  Disabili- 
ties AcQ,  In  Canada,  however,  the 
inclusion  of  children  with  disabilities 
In  childcare  and  educatkxial set- 
tings Is  strictly  voluntary.  Nonethe- 
less, hundreds  of  Cans^  child 
care  programs  are  finding  ways  to 
inclu^  ai!  children. 

Based  on  the  best  elements 
shared  by  these  programs,  Spe- 
ciaUnk has  developed  a vision  of 
what  Canadian  diild  care  wiii  look 
like  when  It  really  includes  a//chil- 
dren.  That  vision  ptesupposes  a 
high-quality,  affordable,  accessible, 
comprehensive  national  child  care 
system— it  doesn’t  make  sens©  to 
include  a child  with  special  needs  In 
a poor-c^ity  program;  and  It 
doesn't  make  sense  to  offer  inclu- 
sive child  care  if  the  price,  hours  or 
location  of  that  care  make  It  inac- 
cessible to  families  who  need  It.  This 
vision  Imf^  many  assumptions 
about  funding,  trainkjg.  consultation, 
knowledge  and  commitment. 

To  promrte  the  goal  of  Inclusive 
child  care,  SpeciaUnk  creates  publi- 
cations and  videos  (see  "Child  Care 
Resources,*  this  page),  and  offers 
conferences  and  presentations  spot- 
lighting innovative,  Inclusive  pro- 
grams. U.S.  readers  who  share  the 
SpeciaUnk  vision  are  Invited  to 
become  "International  members"  of 
the  network  to  receive  the  newslet- 
ter and  other  maWogs  (US 
$15/year).  For  more  Information, 
oonti^t  SpeciaUnk,  106  Prince  St., 
Sydney,  NS  Canada  B1 P 5K5,  (902) 
562-1062. 

—Sharon  Hope  kwin,  Director 
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P A I r M A n r I O Irving  Kenneth  Zola 

II  V L ■■  If  I U EJ  L L W ]anmn/ 24,1935 -December  2 J994 


Rereading  Irv  Zola's  tvrilings  in  Exceptional  PARKNTy  I 
Qjgain  realized  the  magnitvde  of  his  loss— just  as  I had 
when  sharing  his  Tnemxn^ial  service  at  Brardeis  Univer- 
sity in  mid-December  urith  hundreds  of  others  whose 
lives  he  had  touched. 

BeloWy  we  reprint  an  excerpt  from  an  article  by  IrVy 
“A  Story  Difficult  to  Hear  and  Tell,  ” originally  published 
in  Exceptional  Parent  in  January  1979^  a year  before 
he  joined  our  Editorial  Advisory  Board.  Since  this  piece 
discusses  serious  topicSy  / want  readas  ivho  did  not 
have  the  privilege  of  knowing  Irving  Zola  to  know  that 
he  was  a joyful  person  with  a wonderful  sense  of  humor. 
He  was  a loving  husbandy  father  and  ffrandj'ather  and  a 
brilliant  scholar — truly  a role  model. 

Exactly  10  years  ago — February  1985 — we  reported 
the  death  of  Burton  Blatty  another  long-time  member  of 
our  Editorial  Ad'visory  Board.  Burt  was  another  great 
leadeTy  tireless  advocate  for  human  rights  and  personal 
friend.  Knouhng  how  Burl's  iiffiuence  has  lived  on 
helps  me  mown  now  for  Irv  Zota,.—S.D.K. 

Tam  by  professional  training  both  a 

social  observer  and  a psychological  coun- 
selor. Yet,  for  more  than  two  decades,  I 
i^Lhave  succeeded  in  hiding  a piece  of 
myself  from  my  own  view.  Given  the  obvi- 
ousness of  my  physical  disability,  tliis  has 
taken  some  doing. 

Between  the  ages  of  15  and  20, 1 
suffered  two  major  traumas — first 
polio  and  then,  four  years  later,  an 
automobile  accident.  Each  resulted 
in  a year’s  confinement  and  each  was 
severely  debilitating. . . 

As  a result  of  these  “medical  inci- 
dents,” I wear  a long  leg  brace  on  my 
right  leg,  a steel-reinforced  back  sup- 
port and  I use  a cane.  My  children,  when  very  young, 
described  me  as  “walking  funny.”  To  the  rest  of  the  world, 
I limped.  To  me,  all  of  it  was  just  something  that  got  in  the 
way,  another  difficulty  to  be  overcome.  For  20  years,  I 
devoted  more  psychological  and  physical  energy  to  this 
task  than  I have  ever  realized.  Overcoming  is  not  tlie  same 
as  integrating.  This  is  one  of  the  bittersweet  lessons. . . 

For  a long  time,  myself  and  many  other  “successful 
mainstream  adapters”  have  not  numbered  among  our 
close  friends  and  acquaintances  any  handicapped  peo- 
ple— a remarkable  “alienation”  from  our  disability. 

Achievement  syndrome 

Written  accounts  about  “successful”  handica|)ped  per- 
sons, as  well  as  every  “success"  that  I have  met  (including 
myself),  almost  always  make  this  statement:  “I  never 


think  of  myself  as  handicapped.”  Yet  the  degree  to  which 
this  is  true  may  have  made  it  virtually  impossible  to  tell 
anyone  what  it  is  like  to  be  disabled  in  a world  of  normal. 
In  a real  sense,  we  do  not  know.  Thus,  what  the  public 
learns  from  our  example  is  decidedly  limited. . . 

So,  too,  with  the  other  folk-heroes  of  disease — not  the 
little  people,  not  the  miDions,  but  the  few  who  are  so  suc- 
cessful that  tliey  “pass.”  They  are  all  so  good  that  no  one 
knows  or  has  to  be  aware  of  their  “handicap,”  and  therein 
lies  part  of  their  glory. . . 

1 have  come  to  realize  how  distorted  and  unrepresenta- 
tive such  “success”  stories  really  are.  The  wish  to  disbe- 
lieve this  is  great  And  we  all — able-bodied  and 
disabled — continually  seduce  ourselves  into  thinking  oth- 
erwise. The  media  is  particularly  helpful  in  this  task  and  a 
specific  example  sticks  painfully  in  my  mind. 

I am  a sports  fan  and,  as  such,  an  avid  watcher  of  mayor 
events.  The  1976  Olympics  foimd  me  glued  to  my  TV  set 

and  I was  pleasantly  surprised  by  a documentary  w^hich 
related  to  me  quite  personally. . . It  told  how  six  ath- 
letes had  overcome  some  problem  and  gone  on  to 
win  Olympic  gold  medals. 

One  story  really  grabbed  me.  It 
was  about  Wilma  Rudolph,  a 
woman  who’d  had  polio  as  a 
child. . . Tluough  exercise  and  hard 
work,  she  started  to  walk  slowly 
with  crutches.  Then  she  aban- 
doned them  to  begin  to 
run.  And  there  in  the 
final  frames  she  was 
" springing  down  the 
track  straining  every 
muscle.  With  tears 
streaming  down  my 
face,  I shouted,  “Go  on, 
Wilma!  Do  it!  Do  it!” 

And  w'hen  she  did,  I collapsed,  too— exhausted  and  exhila- 
rated. 

But  90  minutes  later  I was  furious.  A basic  message  of 
the  film  had  sunk  in.  In  each  case,  the  person  overcame. 
But  overcame  what?  Wilma’s  polio  was  not  my  polio!  All 
my  hard  work  could  nevey'  have  allowed  me  to  win  a run- 
ning race,  let  alone  compete  in  one. 

My  point  is  that  in  almost  all  the  success  stories  that  get 
to  the  public,  there  is  a dual  message.  The  first  one  is  very 
important— just  because  we  have  polio,  cancer  or  multi- 
ple sclerosis,  or  have  limited  use  of  our  eyes,  ears,  mouth 
and  limbs,  our  lives  are  not  over.  We  can  still  learn,  be 
ha^py,  be  lovers,  spouses,  parents — even  achieve  great 
deeds.  It  is  the  second  message  which  I have  recently 
begun  to  abhor.  It  states  that  if  a Wilma  Rudolph  could 
overcome  her  handicap,  so  could  and  should  all  people 
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with  disabilities.  If  we  fail,  it  is  our  problem,  our  personal- 
ity, our  weakness. . . 

Keeping  a distance  from  the  disability 

. . .Achievement  syndrome  blinds  not  only  the  general  pub- 
lic, but  also  the  achievers.  We  are  paid  the  greatest  of 
compliments  when  someone  tells  us,  “You  know,  I never 
think  of  you  as  handica^ed.”  And  we  gladly  accept  it  We 
are  asked,  “How  did  you  make  it  against  such  great 
odds?”  And  we  answer  the  question.  Yet,  in  both  the  being 
and  the  answering,  we  further  distance  ourselves  from  the 
problems  of  having  a h^mdica^.  In  a 
sense,  they  become  both  emotionally 
and  cognitively  inaccessible. . . 

Let  me  illustrate  with  a personal 
example.  I do  a great  deal  of  long-dis- 
tance traveling  and  often  find  my  flight 
leaving  from  a distant  gate. . . Adjusting 
to  this,  I had  ordinarily  aflowed  myself 
an  exba  20-30  minutes  to  get  there.  I 
regarded  this  as  a minor  inconve- 
nience. And  if,  perchance,  you  had 
asked  me  then  if  I experienced  any 
undue  tiredness  or  avoidable  soreness, 

I would  have  firmly  and  honestly 
answered,  “No.” 

In  1977,  piqued  that  I should  continue  to  inconvenience 
myself,  I began  to  use  a wheelchair  for  all  such  excursions 
I thought  the  only  surprise  I would  encounter  would  be 
the  dubious  glances  of  other  passengers  when  after  reach- 
ing my  destination,  I would  rise  unassisted  and  walk 
briskly  away. . . But  much  more  disconcerting,  was  that  I 
now  arrived  significantly  more  energetic,  more  comfort- 
able, freer  from  cramps  and  leg  sores  than  in  my  previous 
decades  of  traveling.  The  conclusion  was  inevitable.  I had 
always  been  tired,  uncomfortable,  cramped  and  sore  after 
a long  journey.  But  with  no  standard  of  comparison,  I did 
not  “experience”  the  tiredness  and  discomfort. . . 

The  very  process  of  successful  adaptation  not  only 
involves  divesting  ourselves  of  any  identification  with 
being  handicapped,  but  also  denying  the  uncomfortable 
features  of  that  life.  The  denial  of  discomfort  has  made 
many  success  stories  possible.  But  this  process  has  a 
cost  One  may  accept  and  forget  too  much. 

No  Special  Worid 

Inhere  is  no  special  world  of  the  disabled  person,  and 
herein  lies  another  mayor  problem. . . Most  minority 
groups  grow  up  in  some  special  subculture,  and  thus  form 
a series  of  norms  and  expectations;  the  physically  dis- 
abled are  not  sinularly  prepared.  Bom  for  the  most  part 
into  normal  families,  we  are  socialized  into  that  wwld. . . 
The  very  voctabulary  we  use  to  describe  ourselves  is  bor- 
rowed from  that  society.  We  are  deformed,  diseased,  dis- 
abled, disordered,  abnormal,  and  most  telling  of  all, 
iwvalid.  Almost  aU  of  us  share,  deep  within  ourselves,  the 
hoped-for  miracle  to  reverse  the  process — a new  drug  or 
operation  which  will  return  us  to  a life  of  validity. . . 


Whatever  world  the  physically  disabled  and  chronically 
ill  inhabit,  it  is  difficult  enough  to  integrate  into  one’s  own 
experience,  let  alone  communicate  to  others.  There  is  a 
certain  inevitable  restraint,  for  what  comes  out  seems  like 
a litany  of  complaints.  No  one — ^at  least  not  in  my  soci- 
ety— ^likes  a complainer. . . 

Chairs  without  arms  to  push  myself  up  from;  showers 
and  toilets  without  handrails  to  maintain  my  balance; 
staircases  without  banisters  to  help  hoist  myself;  build- 
ings without  ramps,  making  ascent  exhausting,  if  not  dan- 
gerous; every  curbstone  a precipice.  With  such  trivia  is  my 
life  plagued... 

Sharing 

With  whom  can  I share  the  satisfaction 
that  I did  not  trip,  that  my  brace  did 
not  break,  that  I did  not  have  difficulty 
with  toilet  facilities,  that  I made  it  by 
myself?  When  hospitalized  with  polio, 

I was  tearful  when  I first  defecated 
without  the  aid  of  a laxative.  Even 
more  exciting,  after  months  of  impo- 
tence, was  my  first  erection. 

My  first  steps  in  walking  I could 
share,  but  not  excessively,  with  my 
parents  and  friends.  My  bowel  movements  were  at  least 
acknowledged  by  the  medical  and  nursing  staff. 

However,  my  sexual  issues  were  kept  achingly  to 
myself.  Even  amongst  my  fellow  residents,  socialized  as 
they  were  into  the  world  of  the  normal,  there  was  only 
limited  access  to  any  sharing. . . I gradually  learned  that  no 
one,  including  myself,  really  wants  to  hear  the  mundane 
details  of  being  sick  or  handica^)ped,  neither  the  triumphs 
nor  fine  hardships. 

I am  sure  the  specific  details  and  hardships  of  having  a 
handicap  or  chronic  disease  vary  from  person  to  person — 
but  not  the  core  problem.  The  story  is  inevitably  difficult 
to  both  hear  and  tell. . . As  such,  the  only  defense,  the  only 
way  to  live,  is  to  deny  it  But  then  it  becomes  sociaUy 
invisible  to  aU.  We — ^both  those  with  physical  disabilities 
and  those  without — are  sadly  left  deprived  of  the  very 
knowledge,  skill,  resources  and  motivation  necessary  to 
promote  change. 

IRVING  KENNETH  ZOLA  SCHOLARSHIP  FUND 

As  a founding  member  of  the  Society  for  Disabiiity  Studies  and  a concep- 
i tual  architect  of  the  fiekl,  Irv  played  a unique  role  in  weaving  together  a 
community  of  scholars.  He  was  personally  involved  in  nurtuiing  the  work  and 
lives  of  thousands  of  colleagues,  students  and  advocates.  We  will  miss  his 
thoughtfulness  and  energy,  his  warmth  and  humor,  and  his  courage  and  car- 
ing. irv  embodied  what  so  many  of  us  seek— the  combination  of  Intellectual 
Insight  and  a life  committed  to  humane  values  and  social  justice. 

We  have  created  the  Irving  Kenneth  Zola  Scholarship  Fund  to  support  the 
professional  development  of  graduate  students  In  disability  studies. 

— flichard  K.  Scotch,  President,  Society  for  Disability  Studies 

Contributions  may  be  made  to  "Irving  Kenneth  Zola  Memorial  Fund"  and  sent 
to  Fred  Hafferty,  Treasurer,  Society  for  Disability  Studies,  3109  E.  Superior  St., 
Duluth,  MN  55812. 


Irv  (right)  with  daughter  Kyra  and 
grandson  “Lucky." 
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Proper  Seated  and  Positioning 


TO  participate  in  the  everyday 
activities  of  life  while  using 
their  maximum  abilities,  chil- 
dren with  disabilities  must  be 
seated  in  a comfortable  position. 
Proper  seating  and  positioning 
allows  children  to  use  their  bodies 
and  minds  to  the  best  of  their  abili- 
ties without  worrying  about  balanc- 
ing and  personal  safety. 

“A  seating  system  is  the  center  of 
all  other  activities,”  says  Elaine 
TVefler,  M.Ed.,  OTR,  an  assistant  pro- 
fessor in  the  School  of  Health  and 
Rehabilitation  Sciences  at  the  Uni- 
versity of  Pittsburgh  and  expert  on 
seating  and  positioning.  “If  a child  is 
well  seated  and  comfortable,  the 
child  will  be  able  to  participate  at  his 
or  her  optimum.” 

When  to  sfort 

Although  premature  babies  have 
been  fitted  for  positioning  equipment, 
parents  ai  e likely  to  begin  the 
process  when  their  child  is 
about  sue  months  old 
because  of  the  increased 
need  for  and  use  of  car 
seats,  lughchairs  and 
strollers.  This  is  also  about 
the  time  When  a diagnosis  is 
clear  and  the  child  may 
start  to  fall  behind  on  motor 
skill  development. 

The  most  important  step 
for  ensuring  a child  is  fitted 
with  a proper  seating  and 
positioning  system  is  a thor- 
ough evaluation  and  pre- 
scription by  a qualified  team. 

The  team  should  include 
physical  or  occupational  ther- 
apists, a physician  specializ- 
ing in  rehabilitation  medicine  or 
orthopedics,  a rehabilitation  technol- 
ogy supplier  and  parents. 

Other  membei's  of  tlie  team  may 
include  school  therapists  and  class- 
room teachers  if  the  child  is  in 
school,  ajid  a rehabilitation  engineer 
if  the  child  has  severe  disabilities  and 
needs  a custom-designed  system. 


Finding  the  right  team 

Not  every  thenq>ist  or  health  care 
provider  is  properly  trained  to  evalu- 
ate and  prescribe  the  proper  compo- 
nents for  seating  and  positioning. 

There  is  no  formal  t raining  or  test- 
ing to  accredit  health  care  providers 
who  specialize  in  seating  and  posi- 
tioning. RESNA,  an  organization  of 
rehabilitation  professionals,  is  devel- 
oping guidelines  that  may  be  used  to 
certify  specialists  in  this  area 
Parents  need  to  ask  about  their 
team's  experience — What  seating  and 
positioning  equipment  have  they 
worked  with,  how  many  years  have 
they  worked  in  the  seating  and  posi-  , 
tioning  field,  and  what  type  of  confer- 
ences and  training  programs  do  they 
attend? 

Although  some  professionals  may 
be  offended  when  asked  about  their 
expertise,  these  questions  are  impor- 
tant. “Why  do  we  feel  comfortable 
asking  the  qualifications  of  the  TV 
repair  man  but 
not  the  people 
looking  after  our 
health?”  asics 
TVefler,  adding, 

“If  the  profes- 
sional is  not 
willing  to 
share — or  if  they 
become 
oflfended — the 
parent  might 
need  to  go  else- 
where.” 

A qualified 
team  will  make 
sure  the  parents 
are  involved 
with  the  evalua- 
tion and  the  choice  of  seating  and 
positioning  equipment.  TVefler 
advises  parents  to  ask  themselves, 
“Are  they  (the  parents)  just  going  to 
a clinic  and  being  told  what's  riglit  or 
are  they  truly  being  induded  as  one 
of  the  team  members?” 

A qualified  evaluation  team  should: 

• Ask  pait'nts  about  tiie  child's 


lifestyle,  his  or  her  environment  at 
home  and  school  and  overall  commu- 
nity involvement  Ideally,  the  team 
would  be  able  to  observe  the  child  in 
these  different  envronments. 

• Use  techniques  to  simulate  differ- 
ent positioning  options.  This  can  be 
done  with  a seating  simulator,  a 
device  that  simulates  different  sys- 
tems by  changing  seat  and  back 
angles  and  positions.  Simulators  help 
determine  the  correct  size  of  the  sys- 
tem and  its  different  accessories. 

If  a simulator  is  not  available,  the 
team  should  use  various  mobility 
bases,  such  as  wheelchairs,  and  posi- 
tioning components,  which  may 
include  different  seats  and  backs,  to 
simulate  different  options. 

• Use  a pressure  mapping  system  to 
help  avoid  pressure  sores,  known 
technically  as  decubWs  vlcers.  Chil- 
dren who  are  unable  to  shift  weight 
independently  in  a system  or  lack 
sensation  in  parts  of  their  body  are 
prone  to  sores.  Sores  can  lead  to  dan- 
gerous infections,  discomfort  ^xxd 
costly  treatment.  Many  cushions 
have  been  developed  for  pressure 
relief. 

• Consider  the  child's  use  of  technol- 
ogy, such  as  computers,  augmenta- 
tive communication  devices  or  any 
other  devices  that  improve  the  child’s 
quality  of  life.  The  child  should  be 
positioned  in  order  to  take  full 
advantage  of  these  technologies. 

• When  possible,  ask  the  child  what 
he  or  she  is  comfortable  with.  This 
includes  questions  about  the  differ- 
ent angles  and  equipment  arrange- 
ments and  color  and  fabric 
preferences. 

• Help  parents  find  funding. 

Standers  and  bed  posirioners 

Parents  can  also  want  to  ask  about 
therapeutic  positioning  devices  such 
as  standers  or  bed  positioners.  Again, 
parents  ^vill  want  to  make  sure  they 
are  involved  with  the  evaluation  and 
selection  process  and  that  the  team 
is  qualified  to  evaluate  their  child. 
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KISS  (Keep  It  Simple  Simu- 
lation) Simulator  by  Fin  Dot 
FivductSy  NorUibrooky  IL. 


What  to  buy 

There  is  no  one  formula  that  can  be 
^plied  to  eveiy  child  to  determine 
proper  seating  and  positioning. 
Because  of  the  ever-growing  com- 
mercial availability  of  different  equip- 
ment, customized  systems  (those 
created  specifically  for  a particular 
child)  may  not  be  necessary.  Instead, 
parents  may  be  able  to  purchase  dif- 
ferent components  that  could  be 
used  together  to  create  a suitable 


The  Charneleont  a three-in-cme  infant 
stander^  by  JA.  Preston,  Jackson,  ML 


system  recommended  by  the  team. 

When  possible,  a child  can  try  out 
the  equipment  before  a purchase  is 
made.  Although  customized  systems 
usually  cannot  be  tried  out  before 
purchase,  dealers  can  loan  parents 
different  pieces  of  equipment  for  the 
child  to  tiy  at  home  overnight. 


Stand  back  and  look 


ERJ( 


Most  children  will  have  to  be  reevalu- 
ated every  two  to  five  years  for  a new 
seating  system.  Cushions  in  the  sys- 
tems may  need  to  be  replaced  more 
often  because  of  wear  and  tear  and 
the  loss  of  ''•^ssure-relieving  quali- 
ties. If  the  total  system  design  is  not 
being  changed,  parents  can  buy  new 
cushions  direct ‘y  from  dealers  with- 
out consulting  the  evaluation  team. 

The  system  may  need  to  be 
changed  if  the  child: 

• Is  unable  to  maneuver  objects  as 
easily  as  in  the  past. 

• Lo<jks  imcomfortable  or  complains 
of  discomfort. 

• Has  gained  substantial  weight. 

’*lf  there’s  anything  we  can  teach 

t.<*X 


thers^ists  and  parents,  it  is  to  stand 
back  and  look,’’  Trefler  says.  “Look  at 
the  child  and  how  she  is  functioning. 
They’ll  spot  problems.” 

Fitting  the  bill 

Seating  and  positioning  equipment 
costs  range  from  hundreds  to  thou- 
sands of  dollars  depending  on  the 
child’s  needs.  Most  health  insurance 
companies  or  Medicaid  will  pay 
some — ^if  not  most — of  the  cost 


Insurers  are  likely  to  pay  if  the  evalu- 
ation team  justifies  the  cost  If  par- 
ents need  additional  funding  after 
insurance  benefits  are  used,  they  can 
ask  equipment  dealers  and/or  contact 
local  service  organizations. 

— Marc  S.  Malkin 

Thanks  to  Elaine  Trefler,  M,Ed,,  OTR, 
FAOTA  (Felknv  of  the  American  Occu-  • 
pationol  Thetupy  Association)  for  her 
help  in  compiling  this  article. 


The  Pediatric 

Chair^Man  MiniStander 
From  Permobil 

The  Benefits  Are 
Numerous 

Front  Wheel  Drive  And 
The  Fact  That  You  Can 
Stand  Up  Are  Just  Two  Of 
Many 


^800)  736  0925 

i Pill 

CIretotIM 
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PitP  “ tCM  Building  • 1003  international  Drive 
Oakdale,  PA  15071-9223 
Phone:  (41 2)  696-21 22  • Rax:  (41 2)  695-2922 


Circle  # 180 


Our  software  can  help 
your  special  child! 

Laureate’s  award-winning  software  is  designed  by 
clinical  experts  to  meet  the  unique  needs  of  special 
infants  and  children.  Our  FREE  book.  Sequential 
Software  for  Language  Interventiony  tells  how 
Laureate’s  talking  programs  can  help  your  child 
build  critical  language  and  cognitive  skills. 


Call  today  for  your  FREE  copy 
of  Sequential  Software  for 
Language  Intervention, 


Call  for  a FREE 
catalog  and  book. 

1-800-562-6801 

^ Laureate 

1 10  East  Spring  Street 
Winooski,  VT  05404 
1-802-655-4755 


Circle  #45 


“Nowicmseemy 
bc9utiftd  dsutghter 
flourishing  and  making 
progress  that  I never  thought 
possible!  Thank  goodness  for 
a place  like  this  sdutoL” 

-Parent 

Intensive  Program 


tVhen  you  fed  that  there  isn*t  any  answer, 
when  you  fed  there  are  no  other  optwn^ 
available.  PONT  <HVE  CIPt  Our  Intensive 
Ptogram  makes  a diHeraice  for  students 
with  serious,  challenging  bdiaviors. 

We  acc^  stucteits  vdx)  requiie  the 
spedaiiz^  care  that  other  sdxx)ls  just 
cannot  provide.  We  give  our  students 
stateoftheait  educational  and  residential 
piograim  free  of  painful  aveisives 
excessive  medication. 

Many  of  our  students  arrive  at  the  New 
England  Center  for  Autism  after  hairing 
had  a long  history  of  rejection  and  failure. 
With  us  they  receive  intensive,  positive, 
behaviorally  oriented  treatment  that  fcxois- 
es  on  developing  the  coping  skills  and 
appropriate  behaviors  which  enable  thOT 
to  live  aivl  work  successfully  with  mini- 
mum support  loieisiye  Begism  stu^ 
participate  in  the  full  range  of  academic, 
community,  and  recreational  activities  pro- 
vided for  of  our  students. 


Let  The  Neu>Engfaaul  Center 
Autism  make  a positive  d(/fensnce  in 
yoiwchild^slife. 

For  more  irrformation  on  our 
Intensive  Program,  please  contact 

Catherine  Jtl  Wekit  flEd, 
Admissions. 


The  New  England  Center  for  Autism 
33 1\mipite  Rowl,  Sndhboro, 
(506)4814015 

Just  20  miles  firm  Boston 
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CENTER  FOR  CHILDREN  WITH  CHRONIC  ILLNESS  AND  DISABILITY 


It  turns  out  that  most 
families  continue  to  do 
weU  within  two  years  of 
diagnosis.  Some  76 
percent  of  the  families 
report  there  is  no  change 
in  family  functioning. 

However,  a 
significant  number  of 
families  say  they  struggle 
with  the  effects  of 
providing  care  for  their 
child  with  a disability.  At 


Project  Resilience: 

What  Are  We  Learning? 

After  two  interviews  conducted 
approximately  18  months  apart  with 
the  120  families  that  make  up  the 
Minnesota  infant  cohort,  the 
research  team  wanted  to  know: 

Does  family  functioning  change 
following  the  diagnosis  of  a 
child's  chronic  condition? 


the  time  of  the 
second 
interview, 

21  percent  of 
families 
report  they  are 
experiencing  a 
change  in  their 
family's  ability  to 
function.  This  change  in 
their  ability  to 
successfully  accomplish 
tasks  and  roles  and  with 
their  success  in 


DEFINITION 

Betalllence 

The  tendency 
for  a child, 
adiilt  or 
fainilyto 
rebound  from 
stressful 
circumstances 
or  events  and 
resume  usual 
activity  and 
success. 
Resilience 
is  the  power 
of 

recovery. 


communicating  with  one 
another  can  also  be  seen 
in  the  way  both  the  father 
and  the  mother  interact 
with  their  child.  Parents 
may  be  a little  distant, 
engaging  less  in  playful 
communication. 

Mothers  in  this  group 
report  that  characteristics 
of  the  chronic  condition 
contribute  to  the  stross  in 
their  lives.  This  is 
particularly  true  when 
their  children  have 
cognitive,  respiratory, 
sensory  and  mobility 
disorders.  Fathers  report 
that  marital  adjustment, 
characteristics  of  the 
chronic  condition,  and 


the  father's  depression 
contribute  to  a decline  in 
the  way  the  family 
fimctions. 

The  analysis  of  this 
data  show  child  behavior 
problems  are  not 
determined  by  the 
chronic  condition  only. 
Mentally  and  physically 
healthy  parents  and  the 
healthy  functioning  of 
families  are  "protective" 
factors  that  eniiance 
resilience  in  the  first  18 
months  after  diagnosis. 
These  changes  might 
indicate  an  overall 
change  in  functioning, 
but  that  conclusion 
requires  further  study. 
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What  Kinds  of  Activities,  Behavior  & 
itelation£hi|is  Promote  Resiiience  in  Famiiies? 

More  and  more,  Vv  e find  examples  of  children  and  youth 
who  seem  to  tlirive  despite  what  appear  to  be 
overwhelming  odds. 
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And  it's  not  just 
those  like  Marlee  Matlin 
who  becomes  an 
Academy  Award- 
winning actress  despite 
being  deaf,  or  Judy 
Heumaim  who  becomes 
a teacher  and  then 
Assistant  Secretary  of  the 
Office  of  Special 
Education  & 
Rehabilitative  Services 
(OSERS)  despite  her 
quadriplegia  and  need  to 
use  a wheelchair. 

B It's  the  10-year-old 
who,  after  several 
amputations,  writes  the 
humorous  shon  storyo 
"The  Leg  with  an  Ego." 


fl  It's  the  plucky  8-year- 
old  with  cerebral  palsy 
who  goes  to  school  with 
your  son  or  daugliter  and 
is  getting  A'sl 

What  makes  these 
children  and  youth  able 
to  accomplish  the 
"developmental  tasks  of 
childhood,"  to  allow 
them  to  "fit  in"  and 
thrive? 

Most  physicians  and 
therapists,  teachers  and 
social  w'orkers  spend 
their  time  diagnosing  and 
treating  what's  wrong 
with  a child  who  has  a 
chronic  illness  or 
disability.  Rather  than 
dwell  on  the  weaknesses, 
we  wanted  to  know 
"What  are  the  strengths 


of  children  and  families?" 
So  we  began  asking  these 
questions  more  than  five 
years  ago  as  part  of 
Project  Resilience,  a 
longitudinal  study  of 
factors  predicting 
competence  in  children 
with  chronic  illness.  This 
study  is  designed  to 
investigate,  over  time,  the 
risk  and  protective 
factors  associated  with 
optimal  psychological, 
behavioral,  and  social 
functioning  and 
development  of  the  child 
with  chronic  conditions 
and  his  or  her  family. 
Included  here  is  a 
preview  of  some  of  the 
earliest  findings. 
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Project  Resilience,  the  Center's  longitudinal  study  of  children  xoith  chronic  conditions,  seeks  to 
learn  what  kinds  of  activities,  behavior,  and  relationships  promote  resilience  in  families. 


L t. 


187 


. acmioMinMiiT/PEBBUABriew 


Project  Resilience 
involves  330  children 
with  chronic  conditions 
and  their  families.  By 
design,  the  children  who 
are  participating  are 
affected  with  a range  of 
conditions — ^from  heart 
disease  to  juvenile 
arthritis,  epilepsy  to 
blindness.  That's  because 
we,  like  others,  believe 
that  the  impact  of  chrordc 
illness  and  disabilities  on 
a child's  development  is 
more  similar  across 
conditions  and 
disabilities  than  different. 
Families  respond  to 
questionnaires,  and 
trained  interviewers  ask 
standardized  questions. 


Background 

Just  yUhat  Is  A 
Longitudinal  Study? 

The  purpose  of  longitudinal 
research  is  to  study  the  lives  of 
children  (or  any  group  of  people) 
over  time — a.  long  time — 
sometimes  a generation.  Researchers 
at  CSID  propose  to  study  the 
growth  and  development  of 
children,  in  some  cases,  from  the 
diagnosis  of  a disability  within  the 
first  year  of  life  dirough  to 
adulthood. 


conduct  and  record 
interviews,  and 
videotape  interactions 
between  children  and 
parents.  What  we  learn 
could  influence  program 
and  policy  development. 

OID  isn't  the  first  to 
conduct  a longitudinal 
study  of  children.  Many 
of  our  assumptions  come 
from  a ?9-year  study  of 
the  roots  of  resiliency  and 
the  sources  of  strength 
and  vulnerability  found 
in  a multiracial  group  of 
children  who  grew  up  in 
poverty  on  the  Hawaiian 
Island  of  Kauai.  These 
researchers,  Emmy  E. 


RESEARCHERS 


Werner  and  Ruth  S. 

Smith,  show  that  a 
balance  between  risk 
factors,  stressful  life 
events,  and  protective 
factors  within  the  child 
and  the  environment 
accounts  for  the  range  of 
adaptive  (and 
maladaptive)  outcomes 
in  human  development. 

Approximately  half 
of  the  families  C3ID  are 
studying  were  recruited 
within  the  first  18  months 
of  their  child's  diagnosis. 
With  this  infant  cohort, 
research  staff  are 
examining  the  course  of 
development  from  the 
first  year  of  life.  The  other 
participants  were 
recruited  when  the 
children  were  between  8 
and  10  years  of  age. 

These  preadolescents  will 
help  us  imderstand  the 
added  challenges  of 
adolescence.  About  half 
of  all  participants  live  in 
the  Twin  City  area;  the 
other  half  live  in  and 


Robert  jVilliam  Blum, 
M.a;PhiD.,  Joait 
Patterson^ 

Raridy  Stindiifleid, 
Ph.Di,  Ann 
Garwick,  Ph.D.,  were 
co-presenters  at  a 
symposium, 
"Undostanding 
Resilienic^ln  Families 
ofChUdisen.with 
(!Turonic  Gt^Hitions," 
duri^  the  Annual 
Meeting  of.flie 
National  Gbundl  on 
Family  Relations  held 
in  Minneapolis,  MN, 
on  Nov.  ^13, 1994. 
Themformation 
presented  here  is 
basedbn'tttat 
presentaipon.  Bltim, 
Stinchfieid  and 
. Ga^ck  are  members 
of  Ae  IMVision  of 
General  iPediatrics  & 
Adplesc^t  Health  in 
the  University  of 
Nflhnesota  Medical 
Sdtool,  and  Patterson 
is  in  the  Department 
iof  Maternal  & Child 
Health,  School  of 
Public  Health,  at  the 
University  of. 
Minnesota.  Their 
research  is  supported, 
in  part,  by  the 
National  Institute  on 
Disability  and 
Rehabilitation  Grant 
#H133B40O19. 


around  Seattle, 
Washington.  Our  goal  is 
to  understand  what 
distinguishes  the  child 
with  a chronic  illness  or 
disability  who  grows  up 
to  work  well,  play  well, 
love  well  and  expect 
good  things. 
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When  Physicians  First  Talk  to  Parents: 

Heading  Families  in  the  Right  Direction 

Families  vividly  remember  the  time  when  they  learned 
about  their  child's  condition. 


That's  why  C3lD 
interviewers  tape  record 
families'  responses  to 
these  questions: 

■ Would  you  go  back  to 
the  time  when  you 
first  learned  about 
your  child's  condition 
and  talk  about  what 
happened? 

■ What  were  you  told? 

■ Who  told  you? 

■ What  were  your 
reactions? 

Drawing  on  the 
responses  of  families  with 
children  diagnosed  with 


Down  syndrome,  families 
with  cfiildren  diagnosed 
with  congenital  heart 
disease,  and  families  with 
children  diagnosed  with 
both,  researcher  Ann 
Garwick  discovered  most 
talk  about  the  sensitivity 
of  the  health  care 
professional  and  the 
quality  of  information 
that  person  provides. 

Families  learning  to 
accept  their  child  with 
Down  syndrome  worry 
about  the  future  and  talk 
a great  deal  about  the 
future  when  their  child 
will  be  a young  adult. 


RESULTS 
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However,  parents 
whose  children  are  bom 
with  life-threatening 
heart  disease  recall  the 
fear  and  anxiety  about 
the  immediate  outcomes. 
They  describe  coping  one 
day  at  a time  with  little 
vision  of  the  distant 
future. 

Interestingly,  when  a 
child  was  bom  both  with 
Down  syndrome  and 
congenital  heart  disease, 
the  issues  overlap. 
Sometimes  what  is  first 
on  their  minds  depends 
on  the  particular  issue 
with  which  they  are 
dealing. 

This  qualitative  study 
concludes  that  how 
parents  are  informed  that 
their  child  has  a chronic 
illness  or  disability  affects 
how  the  family  functions 
in  the  first  18  months  of  a 
child's  life.  Parents' 
responses  indicate  that 
health  providers  need  to 
really  evaluate  how  they 
talk  to  families. 

Families  had 
negative  reactions  to  first 
learning  of  a child's 
diagnosis  in  the  presence 
of  strangers  or  by 
telephone.  Many 
indicated  that  they  had 
received  outdated  or 
inadequate  information. 


\ 
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Families  had  positive 
reactions  to  health  care 
professionals  who  were 
supportive  and  sensitive 
to  their  feelings,  kept 
them  informed  about 
their  child's  condition, 
and  focused  on  their 
child  as  a whole  person. 

Before  talking  to 
families,  the  professional 
should  consider  an 
individual  family's 
backgro’.ind,  including: 
pregnancy,  labor  and 
delivery  experience, 
expectations  for  a healthy 
child,  condition  of  the 
child  and  pcirent(s), 
beliefs  about  chronic 
illness  and  disability, 
knowledge  and 
experience  with  the 
child's  type  of  condition, 
awareness  of  media 
portrayals  of  the  child's 
condition,  and  the 
relationship  between  the 
family  and  physician. 


The  Center  for 
Children  with  Chronic 
Illness  and  Disability 
was  established  in 
October,  1989,  and  is 
housed  at  the 
University  of 
Minnesota.  The 
organization  is  a 
research  and  training 
center  dedicated  to  the 
study  and  promotion 
of  psychological  and 
social  well-being  of 
children  with  chronic 
conditions  and  their 
families. 
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Private,  501(c)(3) 
Nonprofit  Community 


‘‘THEm  COMMUNnY.*.WlTH  OUR 
HELP”  Residential,  day,  and  evening 
programs  and  services  for  adults 
with  de'^elopmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Perfonning  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 


TKEARBORWAY  SCHOOL 

A 24  hour  learning  experience 
which  provides  individualized  ser- 
vices for  multihandicapped  students. 

• 1:2  staff  to  student  ratio 

• clinical  consultants  on  staff 

• recreational  and  leisure  activities 

• vocational  training  8c  on-site  work 

• 12  month  program 

• ages  6 through  22 


Contact:  Carolyn  MacRae, 
Executive  Director 
Arborway  School 
147  South  Huntington  Avenue 
Boston,  MA  02130 
617-232-1710 


CHILDREN’S  Care 
Hospital  & School 


CHILDREN’S  CARE  HOSPITAL  & 
SCHOOL  (formerly  Crippled 
Children 's  Hospital  & School)  is  a 
private,  nonprofit  facility  serving 
over  1000  children  with  disabilities 
and  their  families  each  year.  CCHS 
offers  individualized,  family-centered 
programs  through  day  school, 
outpatient,  outreach,  or  residential 
services. 

Contact:  Nathan  Anderson 
Children’s  Care  Hospital  & School 

2501  West  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840  or  (800)  584-9294 


Camp  Himtington 


33tdYcar 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 

A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

2,  4,  8 wk.  sessions.  Highly  qualified 
staff.  33rd  year.  Free  brcK'hure. 

Contact:  Bruria  K.  Falik,  Ph.D. 

Camp  Hunting;ton 
56  Bruceville  Road 
High  Falls,  NY  12440 
(914)687-7840  ^ 


Crystal  Springs  School 

A PROGRAM  OF  THE 

INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES.  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a professionaiiy  caring,  homelike  environment 
since  1953. 


30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Gape  Cod,  Providence  and  Newport,  R.l. 
Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adultsf  rom  birth  - 22,  Including 
those  young  people  characterized  as  medically  fragile. 
365  day  programs  providing  24  hour  nursing  availability. 
Licensed  by  the  Massachusetts  Office  for  Children. 
Approved  by  the  Massachusetts  Department  of  Education. 
Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information.  Please  Call: 

Admissions  Coordinator 


1 -800-840-8087  (508)  644-31 01 

Clrda  « 124 

VIILLOIVIMRFARNS 

An  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Wiltow  River  we  offer. . . 

□ A family-based  home  environment  that 
incorporates  traditional  values 

□ A setting  that  fosters  personal  growth, 
independence,  and  self  respect 

□ Opportunities  for  productive  work  through 
individualized  programming 

□ A home  for  persons  age  21  and  older 

Operated  by: 
Center  for  the 
Retarded,  Inc.  (CRI) 
Houston,  TX 
B.R.  (Bill)  Walker,  Ph.D. 
Executive  Director 

CALL  (409)  885-41 21 


Contact: 

Jimmy  R.  Haskins, 
Ed.D.,  Director 
Willow  River  Farms 
P.O.Box  450 
San  Felipe,  TX  77473 
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• G Other  please  indicate* 


D.  Are  you  an  EDUCATOR'?  □ Yes  • G No 

If  Yes  ••  □ Speaa!  Ed  Teacher  - G Regular  Ed  Teacher 

are  you  a -G  Other  (please  indicate'; 


; Adntn/Dir 
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opment of  children  with-  disabilities'?  ■ ■ G Yes  • G No 
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A.  Are  you  a subscriber  to  Exceptional  ParenP 
□ Yes  G No  (If  no,  please  see  the  subscription  card  in  this  issue ) 


rf?me 


Free  product  & service  information  order  card* 

FAX  this  card  to  413-6374343  for  quicker  response 

C.  Are  you  a HEALTH  CARE  PROFESSIONAL  involved  me  ca^e  of  ch'ldfen  or  young 
adults  w'th  disabilities  or  speaai  health  care  needs'?  G Yes  ■ G No 
If  '^'es.  G PhyS'C-an  G RN  G F’hys-cai  therapist 

are  you  a G Occuoationa'  Therapist  G Speech  Pamofogist  Aud'Oiog;s! 

G Other  'olease  md-cate 


Facility . 
Address 


City. 


State Zip 


0,  A:e  you  an  EDUCATOR'?  Yes  - No 

If  Yes.  G Speoai  Ed  Teacher  = G Reg j-ar  td  Teacher  G AdmnT/ir 
are  you  a G Other  piease  'nd'cate 

E.  Do  YOU  b’jy  or  influence  the  pufcliase  of  products  o'  ser  vices  for  me  care  or  devei- 
opnio'*’  of  chiidten  with  disab'iil^s'?  G Yes  G No 

If  yes.  please  


Phone 


Fax 


B.  *Ve  yC"j  the  i-AHLNI  0'  MLMBER  Of  I HE  FAMily  Of  d O'l-  d yOu'iO  u lul  a t*' 
disability  or  "^peC'cH  hea’m  r^re  need'?  □ >es  G No 


F.  Hjve  vOu  t'.H  bv;UCJf’:  feco:nn  d p'.'Dxt  t'' 

ddvehised  m Ewntmi  PuenP  ' • Yes  i ^ fJo 
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Consulting  * 


Payntar  Educattonal  Parlmrs 

RO.  Box  42829-1001 
Houston.  IX  77242-2829 
(713)568-7954 

Call  for  FREE  Guide  for  parents  & 
FREE  20  minute  consultation  for 
education/social  skill  problems  or 
write  for  FREE  copy  of  Guide, 


Communication  Device 


Wayne  County  R.LSJL 
-Adamiab 

33500  Van  Born  Road 
Wayne.  Ml  48184 
313-467-1415 

Lynx  AAC  Device,  digitized  speech 
direct  select,  switch  access,  visual  / 
auditory  scanning.  Activates  battery 
operated  toys.  Perfect  training  for 
preprimary  or  early  intervention. 
Cause  and  effect  reinforcement 
through  battery  operated  toys. 

$250  (includes  shipping), 

Also  available:  Hawk  AAC  Device — 
Touch-panel  activated,  simple  to 
program.  $250. 


Cribs  & Vouth  Beds  ■ 


HARD  Manufacturing 

230  Grider  Street 

Buffalo,  NY  14215 

(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for 

safety  in  hospitals.  216  colorful 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


Equipment  Dealers 


Massachusetts 


AtSanUc  Retiab.,  Inc. 

81  Rumford  Ave, 

Waltham.  MA  02254-9055 
(617)  894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating, 
Sales  and  Service,  Please  call  for 
more  information. 


New  York 


Dowd  Medical 

1010  Main  Street 
Buffalo,  NY  14202 
(716)  883-8188 

Dowd  has  been  serving  the  area 
since  1930,  For  personal  service 
and  quality  equipment  call  Dowd, 


Frjee  Catalogs 


Consumer  Care  Products,  Inc. 

RO.  Box  684 

Sheboygan,  Wl  53082-0684 
(414)  459-8353 


Incontinence 


Access  Medical  Supply 

2006  Crown  Raza  Drive 
Columbus.  OH  43235 
(800)  242-2460 

ATTENDS  YOUTH  BRIEFS  fits  chil- 
dren 35“75  lbs.  $51 ,95/cs  (96). 

Free  Delivery.  Also — Depend, 
Serenity,  other  items.  Manufacturer’s 
coupons  accepted.  Free  Catalog! 

Durallne  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45856 
800-654-3376 

Call  DMP  for  all  your  incontinent 
needs  such  as  briefs,  pants,  pads 
and  liners,  as  well  as  skin  care 
products.  Call  for  FREE  catalog! 


H.D.I.S. 

1 21 5 Dielman  Industrial  Court 
Olivette,  MO  63132 
(800)  538-1036 

See  our  ad  in  this  issue. 

Suitimers  Laboratortes,  Inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 

Triple  Paste'^'^  for  diaper  rash  and 
chronic  irritation.  Used  at  leading 
children’s  hospitals.  Available  with- 
out prescription.  Call  now  for  free 
treatment  information. 


Monitoring  Systems  : 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444 -CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE 
MILE  away.  FREE  catalog! 


Software 


UCLA  Microcomputer  Project 

1000  Veteran  Avenue/Rm  23-10 
Los  Angeles,  CA  90024 
(310)825-4821 

Catalog  of  dev.  appropriate  software 
for  children  w/disab.  18  mths-5  yrs. 
Apple.  Mac.  IBM,  cause/effect, 
game  format,  basic  preschool 
concepts 


toys  & Hobbies 


TFH  (USA)  LTD. 

4537  Gibsonia  Road 
Gibsonia,  PA  1 5044 
(412)444-6400 

FREE  CATALOG!  Fun  and  achieve- 
ment products  for  children  with 
special  needs.  Call  or  write  for  more 
information 


VAN  CONVERSION 
DEALERS 


BOOKS,  AUPIOATIDEO 
& EDUCATIONAL  MATERIAL 


Connecticut 


Drive4llastery  Inc. 

9 Spielman  Road 


Books. for  Parents  ■ 
and  Professionals 


Ikirtiu  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  colorful 
illustrations  address  real  issues 
found  in  the  lives  of  real  children 
with  disabilities.  Provide  a bridge  of 
understanding  for  your  children  with 
disabilities,  siblings  & friends.  FREE 
Brochure.  Jason  and  Nordic 
Publishers,  PO  Box  441 . 
Hollidaysburg,  PA  16648. 

FAX  (81 4)  696-4250 


Free— The  NEW  Special  Needs 
Prplect  Book  Cats  tog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  & 
professionals.  Special  Needs 
Project,  3463  State  Street,  Santa 
Barbara.  CA  93105,  (800)  333-6867 


o 


Educational  Materials 


Froe— The  1995  Woodbine 
House/Special-Needs 
(tollecUon,  a catalog  of  excellent 
books  for  parents,  children,  and 
professionals  on  autism,  CP.  Down 
syndrome.  Tourette  syndrome, 
mental  retardation,  visual  impair- 
ment. physical  disabilities,  special 
education,  and  more.  Woodbine 
House,  6510  Bells  Mill  Road, 
Bethesda.  MD  20817, 

(800)  843-7323.  

Interax  Video 
Sign  Language  Course 

Illustrates  1 200+  signs  based  on 
ASL.  Six  videos  with  6.5  hrs. 
Graphics  provide  inference  of 
equivalent  English  word.  Free 
Brochure.  $199  (+$4.50  s&h). 
Interax  Training,  Inc.,  PO  Box 
473106,  Garland.  TX  75047-3106, 
(800)  242-5583. 


Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center:  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Indiana 


Folward  Motions 

214  Valley  Street,  Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disabihty.  _ 

Forward  Motlont 

214  Valley  Street.  Dayton.  OH  45404 
(513)  222-5001 

Full -sIze/MinI- Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 
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New  Jersey 

Arcola  Mobility 

51  Karo  Road 
Carlstadt.  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used -Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry.  We 
carry  products  from  the  following 
manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Uft.  If 
we  don’t  have  it,  we'll  find  it! 
Financing  Is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Drfve-Mastor,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


New  York 

Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 

We  carry  products  from  the  follow- 
ing manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon.  and  Pick-A-Uft.  If 
we  don’t  have  it,  we’ll  find  it! 
Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 

Drhre-Mastor,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Ohio 

Foiwanl  Motions 

214  Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floof,  rased 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  person 
with  disability. 

Pennsylvania 

Drive-Master,  Inc. 

9 Spielman  Road  ' 

Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors;  drop  floors;  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  model,  The  Evergreen  Center  has  a histor\^  of  successfully 
transitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
ichool  each  day  through  the  Blackstone  Valley  (MA)  countr>'side.  With 
trained  professionals,  they  learn  basic  skills  in  the  classroom,  in  the 
community  and  in  their  residence. 

Students  receive  vocational  training  and  experience  real  work  opportuni' 
ties.  Students  are  supported  with  behavior  development  programs,  medical 
and  family  ser\'ices,  and  physical,  speech,  or  occupational  therapy. 

Our  Students*  Challenges 

• Autism  • Hearing/Sight  Impairment 

• Mental  Retardation  • Severe  Maladaptive  Behavior 

• Physical  Disability 

The  Evergreen  Center  is  a licensed,  private,  non-profit  residential  school 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  1 2 months  a year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr,  Executive  Director. 


EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
T508^78^.5597 


COTTING  SCHOOL 


“Congratulations.  Youve  Just  Found 
a Place  Jar  Your  Child  to  Thrive.  ” 


Getting  School  is  a 766-approved  day  school  in  Lexington, 
Mass,  serving  children  and  young  adults,  ages  3-22,  with  a 
variety  of  physical,  medical,  and  learning  challenges. 

Cotting's  program  features:  physical,  occupational  and 
communication  therapies  • art,  music  and  drama  classes 
• prevocational  and  off-campus  internship  programs  • 
basketball  and  track  & field  teams-and  more-all  under  one 
roofi  We  give  your  child  every  opportunity  to  succeed. 

At  Cotting  School,  your  child  will  be  nurtured 
and  stimulated,  not  set  apart. 

For  more  information  or  a tour,  call  Bob  Driscoll,  Director 
of  Admissions,  at  (617)  862-7323. 

O . Circle*  181 
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“MAXIMIZING  INDIVIDUAL 
POTENTIAL” 

Community-based,  positive  learning 
environment  for  difficult-to-place 
children,  adolescents  and  young 
adults  with  MR.  autism,  communica- 
tion disorders,  challenging  behav- 
iors, and  developmental  disabilities. 

• 12-mo,  day/residential  programs. 

• 10  miles  west  of  Boston. 


Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


To  place 
Ba^acialfastro 
(201)  ^0*8355 


, • Incontinence  • Uro  ogical  • Ostomy 
• Skin  Care ' Wound  Care  ' 

FREEi 

the  latest 

• ( 

•Heir 

Cal 

T0( 

(Mon. 

10%  ol 

so  page  catalog  featuring 
information  and  products. 

Competitive  prices 
iful  Customer  Service 

1 800-228-3643 

Jay  for  a free  catalog! 

• Fri.  8 AM  to  5 PM  Pacific  Time) 

fSIRESEAItCH' 

KSMEDfCAL 

f pretax  profits  go  to  medical  research 

non-profit  partnership  of  parents 
and  professionals  dedicated  to  improving 
the  newborn  intensive  care  experience  and 
future  for  babies,  families  and  caregivers. " 

O^RE  INC.  1 Ith  National  Conference 

"TAe  Crossroads  of  Prenatal, 
Neonatal  and  Postnatal  Care^* 

March  8-11,1995 
Columbus,  Ohio 


Speakers: 

Marianne  Neifert,  M.D^  (“Dr.  Mom*’)  pediatrician,  author 
Bess  Armstrong,  parent  and  actress 

J.  Joseph  Rubio,  Director,  Chapter  Program  Services,  March  of  Dimes 
Sherokee  Use,  parent  and  author 


• Infertility 

• Antepartum,  Neonatal 

• Chronic  Illness 

• Post”NICU 


• Clinical/Psychosocial  Topics 

• Support  Group  Sessions 

• Child  Care  Available 

• Parents*  Day 


For  registration  brochure,  poster  session  guidelines,  exhibit 
application  or  scholarship  information,  contact:  Parent  Care.  Inc., 
9041  Colgate  Street,  Indianapolis,  IN  46268-1210:  Phone  & FAX 
(317)  872-9913 
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BEASYII 

This  no-lift  transfer  system 
helps  parents  lift  a child 
while  reducing  the  risk  of 
back  iiyuries.  It  also  makes  it 
easier  for  children  to  transfer 
by  themselves.  This  shorter 
version  of  the  BeasyTrans 
accommodates  space  restric- 
tions in  home  settings,  espe- 
cially in  the  bathroom.  The 
circular  seat  rotates  360 
degrees  and  slides  laterally. 

Beatrice  M.  Brantman,  Inc.,  Lake  Forest,  IL 
Circle#  195 

STEP  ON  m 

Keyboard 
control 
pedals 
offer  easier 
access  and 
greater 

productivity  for  amputees,  people  with  limited  hand  abil- 
ities or  blind  touch  typists.  Three  electronic  foot 
switches  are  programmed  by  the  user  to  assign  and  reas- 
sign any  three  keyboard  keys  to  floor  operation.  Compat- 
ible with  any  IBM  PC  or  clone,  286  and  higher. 

BILBO  Innovations,  Inc.,  Madison,  WI 
Circle  #196 


AUUMNN 

This  personal  reader  is  afford- 
able for  parents  and  easy  for 
a child  to  use.  Magnification 
is  selected  by  the  user.  The 
reading  table  allows  viewing 
of  heavy  reading  material- 
including  dictionaries — ^and  is 
designed  to  fit  in  the  home, 
classroom  or  office.  Has  a 
five-year  warranty  and  a 30- 

day  money-back  guarantee. 

TeleSensory  Corporation,  Mountain  View,  CA 
Circle  # 197 


STEP  ’N  GO  STAND  UP  CYCLE 

For  recreation  or  physical 
therapy,  this  stand-up  cycle 
may  be  the  answer  for  chil- 
dren with  head  irfluries,  cere- 
bral palsy  or  limited  lower- 
limb  range  of  motion.  Little 
baJ^nce  is  required  for  riding, 
mounting  or  stopping.  A trea- 
die  motion  allows  short,  large 
or  uneven  steps  to  power  the 
cycle.  The  “backwards  trian- 
gle” design  creates  a stable  base. 

IVeadle  Power,  Inc.,  Charlotte,  VT 
Circle  #198 


ASSiSTWE  DEVICE  CLASSMXm  DESK 

Portable  and  height-adjustable, 
this  desk  is  specifically 
designed  for  wheelchair  users. 

The  top’s  inset  tilts  and  stops  at  j 
various  angles  for  easier  view- 
ing of  textbooks  and  psq)ers. 

Options  include  a book  box, 
which  can  be  attached  to  either  ] 
side  of  the  frame,  and  a full 

computer  work  station  witli  a pivoting  monitor  stand. 
EBM  Corporation,  Gladwin,  MI 
Circle  #199 

CHILD  GUARDIAN  PLUS 

This  child  locating 
system  and  home 
care  paging  alarm 
also  acts  as  a per- 
sonal or  property 
alarm.  The  parent 
carries  an  electronic 
transmitter  while  the 
child  wears  the  receiver  alarm  around  the  waist  in  a 
fanny  pack.  For  home  care  use,  the  child  uses  the  trans- 
nutter to  activate  the  receiver  alarm  when  assistance  is 
needed. 

Direkt  Inc.,  Springfield,  VA 

Circle  #200 


The  ABLEDATA  database  of  assistive  technology  and  rehabilitation  equipment  contains  ipfinmation  on  more  than 
19,000  products  f(xr  persons  of  ail  ages  who  have  a physical,  sensory  or  cognitive  disability.  Ptvducts  are  cfiosenfor 
this  page  by  the  ABLEDATA  staff  based  on  their  specific  applicability  to  or  design  for  children  ivith  disabUities.  The 
cvicle  numbers  in  each  listing  are  to  be  used  on  Exceptional  Parentis  **Free  Product  & Irformation  Card.'' Readers  can 
ciivle  a nuynbet^  on  this  issue's  card  (page  46)  to  get  moie  irformation  on  any  new  product  featured  above.  Please 
aUmv  three  to  four  weeks  for  delivery  of  the  irformation. 

For  more  ii  formation  on  assistive  devices,  or  to  submit  product  irformation  for  the  database  (and  possible  inclu- 
sion on  this  page),  contact  ABLEDATA,  8455  Colesville  Rd.,  Ste.  935,  Silver  Spring,  MD  20910-3319,  (800)  227^0216, 
V/TTY,  (301)  588-9284,  V/TTYor  (301)  587-1967,  FAX. 
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CMdren’s 
lau^teris 
muacto 
our  ears. 

Our  dedicated  staff  at  the 
Kennedy  Krieger  Institute 
is  devoted  to  helping  chil- 
dren and  adolescents  with 
physical  mental  or  educa- 
tional disabilities.  Through 
diagnosis,  treatment  and 
education,  we  can  help 
find  the  key  that  unlocks 
the  future  for  your  child 
and  your  family. 


Kennedy  Krieger  lnstitute...provfdinq  quality 
sendees  for  youngsters  of  any  age  with: 

• Assistive  Technology  Needs 

• Motor  and  Language  Delays 

• Metabolic  & Degenerative  Diseases 

• Learning  Problems  and  Disabilities 

• Mental  Retardation 

• Head  Injury 

• Birth  D^ects 

• Cerebral  Palsy 

• Feeding  Disorders 

• Behavior  Problems 

• Down  Syndrome 

• Other  Special  Needs 


4^4 


Kennedy  Krieger  Institute 

A comprtbenswe  mource  for 
dyildttn  with  doMUtm 

Call  US  to  talk  about  your  concerns,  slight 
or  severe.  We  can  help, 

(410)  550-9400  / 1-800-873-3377 
707  North  Broadway 
Baltimore,  MD  21205 


ARD  CHILDREN'S  HOSPITAL.  REHA- 
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'Hransitional  Power  Mobility  Aide  ^ 
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Now  a child  with  physical  disabilities  can  be 
positioned  in  SHTING,  SEMI-STANDING, 
or  STANDING  to  optimize  access 
to  the  environment. 

Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  Available 
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1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  ForieSyND  58201 


Circle  # 70 


Circle  #110 


Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

» Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

» Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked! 

Can  operate  while  in  water! 

» Multl-directionall 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

» Battery  operated  & no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 
Barrier  Free  LiftSt  Inc, 

P.O.  Box  4163  • Manassas,  VA  22110 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 
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by  David  Hirsch,  M.D. 

Toilet  TYaining 


QWe  have  a seven-yearold  daugh- 
ter who  is  blind  due  to  retinopa- 
thy of  prematurity  and  has  an 
amputation  of  her  right  leg  above  the 
knee  for  which  she  wears  an  artificial 
limb.  She  has  mild  cerebral  palsy  and 
is  unable  to  sit  unsupported.  She 
often  gets  constipated. 

We  are  trying  to  toilet  train  her  but 
we  are  having  problems  because  we 
have  to  remove  her  prosthesis  to  put 
her  on  the  toilet  This  causes  her  to 
become  even  more  unbalanced.  We 
think  that  toilet  training  is  very  impor- 
tant Do  you  have  any  suggestions? 

A I agree  tliat  toilet  training  is 
important  for  your  daughter,  not 
only  for  purposes  of  hygiene  but  also 
for  her  self-esteem.  However,  it  is 
important  not  to  toilet  train  her 
before  she  is  ready.  That  could  delay 
the  process  and  even  make  her  con- 
stipation problem  worse.  However,  if 
she  shows  the  proper  interest  in  toi- 
let training,  you  can  try  it. 

First,  you  need  to  set  up 
a mechanism  so  your 


daughter  can  sit  on  the  toilet  without 
losing  her  balance.  This  is  essential  for 
any  child  who  is  being  toilet  trained. 
You  may  want  to  have  something  she 
can  hold  onto  with  her  hands. 

If  she  is  still  small  enough,  you 
may  be  able  to  use  a toilet  seat  or  a 
potty  chair,  which  is  less  intimidat- 
ing. Take  her  to  the  toilet  any  time 
she  asks  to  go.  In  addition,  try  taking 
her  to  the  toilet  after  meals  or  at  a 
time  of  da^'  when  she  typically  has  a 
bowel  movement 

Constipation  will  make  toilet  train- 
ing more  difficult  Try  to  increase  her 
liquids  in  the  form  of  natural  juices 
and  water.  Unless  she  is  on  a special 
diet,  you  can  increase  the  amount  of 
fiber  in  her  diet  by  increasing  j&iiits 
and  vegetables  and  decreasing  the 
more  constipating  foods  such  as 
dairy  products, 

Cl^ly,  you  have  come  a long  way 
with  your  daughter.  Be  patient,  and 
toilet  training  will  be  another  obsta- 
cle she  will  overcome. 


Ask  the  Doctor  is  a 

regular  departmerit  qf 
ExcEPnoj^  Parent  in 
which  guestUxns  are  > 

answered  by  David 
Hirsch^  M.D.,  apedia^  | 
cUm  and  member  qf  the 
Editorial  Advisory  ■■ 

Board  qf  Exceptional 
Parent.  Dk  Hirsch  is  a 
paiiiner  in  Phoenix 
Pediatrics^  IM  in  Phoenix,  Arizona.  He  speckUizes  in  treating  diildsm  with 
dsvetopmental  disabilities  and  chronic  illnesses. 

Since  Dr.  Hifisch  is  responding  U>  tetters  and  has  no  t examined  the  child  in 
question,  parents  need  to  review  his  suggestions  with  the  chM*s  regular 
physician  and  other  appn>priateprcd^^  When  Dr  Hirsch  rwniions 
speciikprodiJWts  qrrnedi^^  he  is  iUustraHng  his  suggestions;  he  is  not 

mdorsinganyspec^prodiwU^ 

7b  submit  a question,  write  at  fax:  Ask  the  Doctor,  Exceptional  Parent,  209 
HsmmdStmt,SuiteaOS,Broo^ MA  Qtl46^b006,  Fax:  (617)  790^742. 
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The  NewLdsTech 
Positioning  Chair! 

Tired  of  the 
institutional  looking 
positioning  chair? 

Take  a look  at  this 
finely  crafted  piece, 
of  furniture. 


The  LeisTech  chair  correctly 
and  comfortably  positions 
the  involved  child  for  both 
classroom  and  home  activi- 
ties. Allows  for  years  of 
growth  and  is  easy  to  adjust. 
Available  with  a tilt  in  space 
option,  and  custom  modifi- 
cations to  meet  the  needs  of 
each  child. 


Adaptive  Design  Labs,  Inc. 

15  Standish  Ave. 

West  Orange,  N j 07052 
Phone  (201)  73M443 
Fax  (201)  7364673 
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I by  Richard  Epstein 
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SSI  Rejections  and  Appeals 


QOiir  1 2-year-old  son  is  blind  and 
mentally  retai'dcd.  He  also  has 
cerebral  palsy  and  hydiocephaliis. 
Costs  for  his  care  are  astronomical. 

Seveial  years  ago,  I applied  for  SSI 
for  him  because  the  level  of  his  dis- 
abilities make  him  eligible  for  the 
benefits.  After  several  intemews  and 
countless  fonns,  he  was  ruled  ineligi- 
ble because  our  income  was  too 
high.  While  our  income  seems  high, 
once  you  start  subtracting  the  cost  of 
all  my  son’s  special  needs,  very  little 
remains  for  the  rest  of  the  famiW. 

I accepted  the  ruling.  Since  then,  I 
have  read  that  appeals  ai’e  almost 
always  successful.  Is  that  true?  Do 
you  tliink  that  our  family  would  have 
a chance  of  winning  an  appeal  now? 

B.F.,  Virginia 

A This  problem  occui's  frequently. 

It  is  frustrating  for  families  with 
average  or  above-average  incomes. 
SSI  and  the  Medicaid  health  insur- 
ance benefits  that  generally  accom- 
pany it  were  designed  to  meet  the 
needs  of  people  with  limited  incomes 
who  have  severe  disabilities. 

Although  a family  v^th  average  or 
above-average  income  may  not  have 
enough  money  to  meet  all  of  their 
child’s  special  needs,  family  income 
may  make  the  child  v^th  a disability 
ineligible  for  SSI  or  Medicaid. 

Exceptions  to  income  rules 

There  seem  to  be  two  exceptions  to 
the  eligibility  niles.  First,  there  is  a 
special  provision  in  the  regulations 
for  Medicare — rather  tluui  Medic- 
aid— coverage  for  a child  with  kidney 
failui*e,  even  when  a family’s  income 
exceeds  the  genei*al  Medicaid  limits. 

Second,  there  is  a special  waiver  in 
the  Medicaid  regulations  that  pro- 
vides for  Medicaid  coverage  when  a 
child  with  a disability  is  hospitalizeci 
and  where  at-home  treatment  would 
be  appropriate  and  is  less  expensive 


; tlian  hospital-based  treatment.  In 
; some  states,  this  special  waiver  may 
i apply  even  when  the  family’s  income 
1 is  higher  than  the  usual  Medicaid 
I guidelines.  Aside  from  those  excep- 
I tions,  a family  must  meet  eligibility 
I Riles  to  qualify  for  SSI  or  Medicaid. 
However,  tlie  rules  can  be  rather 
complicated.  And  since  eligibility 
mles  differ  from  state  to  state,  the 
situation  is  more  complex  than  for 
other  government  programs. 

ha  addition,  eligibility  rules  in 
regard  to  income  are  different  for  SSI 
and  Medicaid  in  many  states.  Several 
states,  for  example,  have  special 
rules  that  allow  a family  to  deduct 
the  cost  of  some  medical  expenses 
for  a child  with  a disability  in  calcu- 
lating total  family  income.  Those 
Riles,  however,  generally  apply  only 
to  Medicaid  eligibility,  not  lo  SSI. 

I I think  that  rejection  of  an 

SSI/Medicaid  application  should 
almost  always  be  appealed,  at  least 
to  the  first  level.  The  general  rule  is 
; that  an  appeal  should  be  filed  within 
I 60  days  of  a rejection.  However,  it’s 
I never  too  late  to  consider  filing  an 
I appeal  or  a new  application, 
j Tlu‘1  c are  four  different  levels  of 

s appeals;  they  usually  follow  a 
j specific  order.  The  first  level  involves 
I a request  that  another  person  witlain 
I the  local  Social  Secmity  office  review 
I the  application.  If  that  does  not  result 
j in  a satisfactory  decision,  the  second 
I lev€ ' involves  a hearing  before  an 
i adn  linistrative  law  j udge . 

Tlie  third  level  involves  a review 
by  the  Social  Security  Administra- 
tion’s Office  of  Hearings  and  Appeals. 

I And  the  fourth  level  involves  filing  a 
j lawsuit  in  federal  district  court. 

Appeals  often  result  in  a decision 
1 to  grant  SvSI  and/or  Medicaid  benefits, 
I but  there  is  no  guarantee.  However, 

! the  appeals  process  is  fairly  simple, 
j Usually,  you  do  not  need  am  attorney, 
j except  at  the  federal  court  level. 


The  Arc,  a national  organization  on 
mental  retardation,  offers  free  infor- 
mation on  SSI  and  SSI  appeals.  Con- 
tact The  Arc,  500  E.  Border  St.,  S-300, 
Arlington,  TX  76010,  (817)  261-6003 
(voice),  (817)  277-0553  (TTY).  Ask 
for  Social  Security  and  SSI  Benefits 
For  ChiUb'en  WiUi  Disabilities  and 
Appealing  a Social  SecuHty  Disabil- 
ity Benefits  Decision.  Send  a self- 
addressed,  stamped  envelope. 

The  Social  Security  Administration 
also  has  two  free  booklets  available 
on  SSI  benefits  for  children  with  di.s- 
abilities.  Copies  may  be  available  at 
your  local  Social  Security  Adminis- 
tration office.  Or  call  (800)  772-1213 
(voice);  (800)  3250778  (TTY). 

You  can  get  advice  on  appeals 
from  your  Local  legal  services  office. 
Contact  the  National  Legal  Aid  and 
Defense  Association,  1625  K St.,  NW, 
Ste.  800,  Washington,  DC  20006, 

(202)  452-0620  (voice)  for  the  nearest 
office.  Local  Protection  and  Advo- 
cacy offices  may  be  helpful,  too.  Call 
the  local  bar  association  for  the  near- 
est office. 


Richard  Epstein  answers  readers" 
questions  about  health  insurance. 
Send  questions  to 
Exceptional  Parent, 

209  Harvard  St, 

Ste.  303,  Brookline, 

MA  02146.  Fax  questions 
to  (617)  730-8742. 

If  your  question  relates 
to  a specific  health  insur- 
ance claim,  please  include  copies 
of  any  materials  you"ve  received 
fiom  the  insmmvce  company. 
(Please,  don"t  send  originals!) 
Include  your  address  and  phone 
number.  To  ensure  privacy,  only 
your  initials  and  state  will  be 
used  in  the  column.  Due  to  time 
constraints,  it  is  not  possible  to 
respond  to  letters  individually. 
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Networking 

Infoimatioii  from  The  NatkHtal  Parent  Network  on  Disabilities 


Tin  National  Parent  Network 
on  Disabilities 
Board  of  Directors 
Marta  Andiondo 

TASK,  Anaheim,  CA 

Dianna  Autki 

Advocates  for  Children  of  New  York. 
Long  Island,  NY 

Margaret  Bwtey 

OCLHC,  Marion,  OH 

Joanne  Butts 

Washington  PAVE,  Tacoma,  WA, 
President 

Connie  Curtin 

Vermont  Parent  Information  Center, 
Burlington,  \T 

Diana  CutHbartson 

Statewide  Parent  Advocacy  Network 
(SPAN),  Westfield,  NJ, 

Past  President 

Joseph  Garcia 

Touchstones,  Seattle.  WA 

Paula  GoMberg 

PACER  Center,  Minneapolis,  MN 

Connie  Hawkins 

Exceptional  Children's  Assistance  Center 
(ECAC),  Davidson,  NC, 

Bonnie  Johnson 

Arkansas  Disabilities  Coalition, 

Little  Rxk,  AK 

JoanKilbum 

MATRIX,  A Parent  Network 
& Resource  Center. 

Mill  Valley,  CA,  rreasuffir 

Sue  Pratt 

CAUSE,  Unsing.  Ml 

Pat  Smith 

Georgia/ARC.  East  Point,  6A, 
Pariiamentarian 

PamSteneberg 

Disability  Rights  Education  & Defense 
Fund  (DREDF),  Berkeley,  CA, 

Vice  President 

Janet  Vohs 

Federation  for  Children  with 
S^al  Needs,  Boston,  MA, 
Secretary 

Patricia  McGill  Smith 

Executive  Director 


DON’T  Forget 

Mark  your  calendars!  NPND  ^ 
next  Annual  Meeting  mil  be 
held  in  Waskingtonf  Sept 
SO-Oct  2, 1995.  Contact  NPND 
for  more  information. 


Thanks 

NPND  wishes  to  acknowledge  and 
thank  American  Airlines  and  the 
National  Assxiation  of  Medical 
Equipment  Suppliers  for  generously 
supporting  our  1994  Annual  Meeting 
and  Reception. 
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IDEA  at  Crossroads  in  New  Congress 


As  Exceptional  Parent  went  to  press,  the 
104th  Congress  had  been  in  session  for  two 
weeks.  Although  the  first  100  days  of  this  ses- 
sion are  dedicated  to  passing  the  m^uor  com- 
ponents of  the  Republican’s  “Contract  with 
America,”  the  Individuals  with  Disabilities 
Education  Act  (IDEA)  is  also  scheduled  for 
reauthorization  during  this  session. 

It  s^pears  that  IDEA  will  be  attacked  in  a 
variety  of  ways  during  the  reauthorization 
process.  This  Networking  is  devoted  to  pro- 
viding information  for  parents  and  profession- 
als to  respond  quickly  from  an  informed  point 
of  view. 

Included  are  summaries  of  potential  attacks 
on  IDEA,  along  with  positions  of  the  National 
Parent  Network  on  Disabilities  (NPND).  For  a 
full  understanding  of  these  issues,  NPND 
encourages  family  members  and  professioualz 
to  join  NPND’s  Family  Action  Network  (FAN). 
FAN  will  keep  you  up  to  date  with  develop- 
ments in  Washington. 

Heritage  Foundation  recommends  repeal 

The  Heritage  Foundation,  a conservative  Wash- 
ington think  tank,  has  recommended  the  repeal 
of  24  laws  as  part  of  a.  briefing  for  new  mem- 
bers of  Congress.  IDEA  was  one  of  these  laws. 

• NPND  Position:  This  challenge  to  IDEA  has 
the  greatest  ramifications.  While  Part  B of 
IDEA  (all  procedural  safeguards  regarding 
access  to  a free,  appropriate  education)  is  per- 
manently authorized  and  does  not  face  the 
challenges  of  reauthorization,  it  can  be 
repealed.  It  is  impossible  to  estimate  how  real 
the  threat  of  repeal  is  at  this  time.  It  is 
significant,  however,  that  the  repeal  has  even 
been  mentioned  to  new  members  of  Congress 
who  have  not  participated  in  previous  discus- 
sions of  this  legislation. 

Unfunded  mandates 

Senate  Bill  #1  (SI),  principally  sponsored  by 
Republican  Sen.  Dirk  Kempthome  of  Idaho,  is 
a bill  which  would  limit  Congress  from  impos- 
ing mandates  on  states  without  authorizing 
federal  funds  to  help  implement  the  mandates. 
SI  and  its  companion  bill  in  the  House  of  Rep- 
resentatives are  racing  towards  passage.  It 
appears  that  both  IDEA  and  the  Americans 
with  Disabilities  Act  (ADA)  will  be  exempt 
from  tliis  legislation,  although  there  has  hec'n 
no  written  assurance  of  this  from  the  many 
co-sponsors  of  these  bills. 

• NPND  Position:  NPND  remains  (‘oncemed 
because  some  of  the  criticisms  of  IDEA  and 
the  ADA  have  categorized  these  laws  as 
unfunded  mandates.  As  defined  by  SI,  it 


Megan  Dcninelly  plays  with  Miss  America  1995, 
Heather  Whitestane,  and  NPND  executive  dbve- 
turPatiicia  McGill  Smith  at  the  Herald  Center' 
Tjys  “i?"  Us  store  in  Neir  York  City  during  the 
unveiling  of  the  second  edition  of  the  Toy  Guide 
rr)R  DiFFERi‘:sTi.Y-Aiii.Ei}  Kids. 


appears  tliat  these  laws  are  not  unfunded 
mandates.  NPND  opposes  any  amendments  to 
the  legislation  that  would  deem  IDEIA  and  the 
ADA  unfunded  mandates. 

Appropriations 

Key  members  of  the  new  House  leadership 
have  aimounced  that  the  budget  resolution 
will  be  the  “transformational”  document  of 
this  Congress.  Congress  can  effectively  abol- 
ish programs  by  failing  to  fund  programs. 
Accordingly,  programs  do  not  have  to  be 
repealed,  just  not  appropriated.  Given  the 
massive  amount  of  cuts  needed  to  balance  the 
budget,  it  seems  likely  that  tlie  programs  we 
care  about— like  SSI  (Supplemental  Security 
Income),  IDEA,  Medicaid  and  others — will 
suffer  significant  cuts. 

• NPND  Position:  The  budget  offers  many 
opportunities  for  cutting.  No  programs 
should  automatically  be  taken  off  the  table. 
All  waste  should  be  cut.  In  particular,  defense 
spending  should  be  reduced  (along  w* *t!i 
many  other  programs)  and  not  increased  as  it 
is  now  proposed. 

These  are  Just  a few  of  the  pressing  concenis 
that  face  us  in  the  current  Congress.  Every- 
thing is  on  a fast  track!  Things  s(‘em  to  (‘hange 
hourly.  We  must  be  more  vigilant  than  ever. 

In  the  words  of  Justin  Dail,  ”We  are  now  in 
the  Valley  Forge  of  our  movement.”  We  must 
remain  unified!  We  must  act  to  defend  the 
rights  of  people  with  disabilities  mul  the  pro- 
grams that  I'lnpower  us  all. 
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Our  prices  moke 
everyone  happy! 


Send  for  a free  catalog 
of  adaptive 

equipment.  WB 


equipment 


P.O.  Box  33  • Bedford,  MA  01730 
(617)  275-7681  • Fax  (617)  275-4094 

Clrde#123 


lifePkinin! 
Shoi 
Tfeam  Effort 


Every  month,  Estate  Planning  for  Persons 
with  Disabilities  (EPPD)  provides 
essential  information  and  guidance  to 
hundreds  of  families  with  a son  or 
daughter  who  is  disabled.  Our  national 
network  of  attorneys  and  estate  planners 
helps  to  develop  comprehensive  life  plans 
including  wills,  special  needs  trusts, 
guardianships,  advocacy,  balancing 
private  and  government  benefits.  EPPD 
provides  FREE  initial  interviews  to 
determine  needs  and  FREE  group 
seminars  for  parents.  EPPD  is  not  a 
guardianship  or  master  trust,  but  assists 
parents  in  locating  services  necessary  to 
provide  a secure  future  for  their  loved 
one.  Call  today  to  receive  a FREE 
brochure  and  the  location  of  your  nearest 
EPPD  representative. 


Richard  W,  Fee 
Executive  Director 

National  Office 

1200  Corporate  Drive /Suite  330 
Birmingham,  Alabama  35242 

800-448-1071 


ESTATE 

PLANNING  FOR 
PERSONS  WITH 
DISABILITIES 

A Division  of  Protective  Life 
Insurance  Company 
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Famih  Action  Network  to  Save  IDEA 

The  Family  Action  Network  (FAN)  to  Save  IDEA  is  NPND’s 
special  project  to  ensure  that  chil^li^n  with  disabilities  main- 
tain their  federal  right  to  a free,  s^propriate  public  education. 

Why  fan  now? 

Some  members  of  the  new  Congress  are  seriously  consider- 
ing declaring  IDEA  an  “unfunded  mandate.”  Additionally,  the 
Heiifr^e  Foundation,  a conservative  think  tank,  has  called 
for  the  repeal  of  IDEIA  If  IDEA  is  repealed,  children  with  dis- 
abilities will  only  have  the  rights  granted  by  their  states. 

Part  H of  IDEA 

If  IDEA  becomes  defined  as  an  unfunded  mandate,  children 
may  lose  services  through  Part  H,  a 1986  amendment  to 
ID^  that  does  not  require  states  to  provide  early  interven- 
tion to  children  from  birth  to  age  three,  but  offers  federal  dol- 
lars to  states  interested  in  serving  this  age  group.  If  IDEA  is 
nullified,  children  will  receive  only  the  services  each  state 
decides  to  provide. 

WON^T  THE  COURTS  PROTECT  MY  CHILD? 

If  IDEA  is  repealed,  the  last  20  years  of  court  decisions  will 
be  meaningless.  There  will  no  longer  be  a federal  law  on 
which  to  back  court  decisions.  NPND  worries  that  if  the  fed- 
eral law  is  nullified,  states  will  also  decrease— or  even  elimi- 
nate— services. 

Why  does  NPND  think  IDEA  may  be  REPEAi  Rn? 

Although  they  have  not  said  it  outright,  many  members  of  the 
new  Congress  have  indicated  that  IDEA  will  be  seriously 
weakened,  if  not  done  away  with  altogether.  Members  of 
Congress  are  being  urged  to  repeal  IDEA  by  our  opponents. 
Coupled  with  the  movement  to  declare  IDEA  an  unfunded 
mandate,  it  is  distinctly  possible  that  IDEA  will  not  survive 
the  104th  Congress. 

Everyone  can  help 

You  can  help  save  IDEA  by  joining  FAN.  FAN  members  will 
receive  quarterly  newsletters  with  updates  on  how  IDEA  is 
faring  in  Congress.  Alerts  of  timely  information  and  requests 
to  take  action  to  help  save  IDEA  will  be  sent  when  necessary. 

Professionals  welcome 

NPND  urges  educators  and  other  professionals  who  work 
with  people  with  disabilities  and  their  families  to  join  as  a 
“Friend  of  FAN.”  We  need  all  the  friends  we  can  get! 

Family  Action  Networic 

Please  complete  and  return  this  form  to  NPND  to  join  FAN.  Alerts  and  newsletters  will 
start  arriving  as  soon  as  your  subscription  form  is  received  by  NPND. 

Yes,  I want  to  help  save  IDEAl 

Name 


Address 

Phone  (home) 

(work) 

Fax 

I Congressional  District j 

j I belc^ng  to  an  electronic  mail  system  Yis  No  I 

I Name  of  system E-Mail  address | 

j a»Ti  a family  subscriber.  I have  enclosed  a check  for  $25.  I 

t I am  a friend  of  FAN  and  equally  committed  to  the  fight.  I have  enclosed  a check  ! 

I for  $25.  I 

1  I am  so  concerned  about  IDEA.  I have  enclosed  an  additional  contribution  of . I 

2 Nalioiiai  Parent  HetiWMk  on  DteaMWes,  iGOOPrm^^  I 

I VA  2231 4.  (703)  684-6763  (V/TTY).  (703)  836-1 232  (fax).  | 

1 1 
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Kyle  is  the  newest 
I regular  on  The  Puz- 
zle Placer  a PBS 
i series  teaching 
I preschoolers  to  cele- 
brate diversity,  Kyle, 
who  vses  a wheel- 
I chair,  makes  his 
ddmt  in  the  *Willing 
and  Able''  episode, 
scheduled  to  air  Thursday,  March 
9,  Check  local  television  listings. 

The  Notional  Porent-to-Porent 
Support  and  information  System 

(NPreiS)  is  a matching  semce 
recently  hmded  by  a four-year  grant 
from  the  Maternal  and  Child  Health 
Bureau.  NPPSIS  is  creating  state  fact 
sheets  listing  health  care  reform  infor- 
mation, resources,  government  con- 
tacts, medical  services  and  parent 
advocates.  They  also  keep  track  of  chil- 
dren, diagnosed  and  undiagnosed, 
whose  parents  are  looking  for  a match. 


NPPSIS  tries  to  match  parents  with  a 
“veteran  parent”  who  has  an  older  child 
with  a similar  condition  and  is  willing 
to  provide  guidance  and  support. 

To  sign  up  as  a parent  in  search  of  a 
match,  a pai’ent  willing  to  serve  as  a 
veteran  or  both — contact  NPPSIS,  PO. 
Box  907,  Blue  Ridge,  GA  30513,  (800) 
651-1151  (V/TTY),  or  (706)  832-8830 
(V/TTY). 

Kids'  Hall  of  Fame  by  Pizza  Hut  is 
an  annual  search  for  kids  up  to  14 
years  of  age  who  have  made,  or  are 
making,  a positive  difference  for  them- 
selves or  the  world  around  them.  Five 
Hall  of  Fame  inductees — each  receiv- 
ing a $10,000  post-high  school  scholar- 
ship and  a crip  to  Washington,  DC — will 
’ be  announced  in  the  spring.  Runner- 
ups  receive  $50  or  $100  U.S.  Savings 
Bonds.  Nomination  forms  are  available 
at  Pizza  Hut  restaurants  or  by  sending  a 
SASE  by  Feb.  28  to  Kids'  Hall  of  Fame, 
PO.  Box  92477,  Libertyville,  IL  60092. 
Entry  deadline  is  March  15. 


At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 

1-800-345-1292 


In  a nationwide  network.  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


p 


Devereux 

Sines  1912 
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The  staff  of  the 
Exceptional 
Parent  publish- 
ing office  in 
Hackensack, 

Neiv  Jersey 
joined  children, 
parents  and 
staff  for  a 
December  holi- 
day party  at  the 
Hackensack 
Medical  Center's 
Institute  for 
Child  Develop- 
ment Toys  for 
the  children 
were  donated  by  Steven  Kanor  of  Tbys 
for  Speeial  Children  and  RJ.  Cooper 
of  RJ.  Cooper  & Associates. 

Joseph  M.  Valenzano,  Jr, 
Exceptional  Parent  president  and 
publisher,  is  the  fellow  in  the  red  suit 
and  white  beard.  Helping  him  out  is 
eff  Terri  M.  Sutera,  vice  president  of 
marketing. 


The  Baby  Jogger® 

Mobility  and  comfort  combine  for 
both  parent  and  childl  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  Inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241*1848 
Satn,  stabto,  •ndorssd  by  pedlatridani. 

01990  RSI 
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CEPnONAL 


Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  5354910 


JUST  PUBLISHED 


TB&EXCEfnONAL 

PAmrr  1996  Besousce 

GinDE;  Directories  cf 
National  Organizations, 
Associationt,  Products 
& Services 

A valuable  reference  tool  for 
parents  and  professionals. 

EP102EP  $9.9S 


DISABILITY,  GENERAL 


By  Myself  Books 

David  Hooper 

AND  ELLIE  ReIDLINOER 
Motivating  students  to 
read  independently. 
Each  book  is  a short 
story  (10-16  pages) 
with  pictures  on  each  page  to  help  cany'  the  story 
line.  Two  separate  sets  of  10  different  titles  each^  in 
a colorful  carrier  bag.  Set  #1  is  easier  than  Set  #2. 
Set  i:P£034  (10  books)  $21.00 

Set  2:  PE034EM  (10  books)  $21.00 


Developmental 
DlSABmilES 
Psychosocial  Aspects 
George  S.  Baroff 
In  this  unusually  perceptive 
book,  the  author  conveys  the 
psychological  and  social 
impact  of  developmental  dis- 
ability on  the  individual  from 
infancy  through  adulthood 
PE0460D  $27.00 


ERJC 


Differences  in  Common 
Straight  Tcdk  on  Mental 
Retardation,  Down 
Syndrome,  and  Life 

Marilyn  Trmner 
Collection  of  essays,  with  can- 
dor and  humor,  bdngs  a fresh, 
candid  outlook  to  the  chal- 
lenges, hopes,  and  fears  of 
family  life. 

WB009MR  $14.95 


f 


Coapimr 


ilssoupoes  Ibf 

^ 


S 


CoHFUTBs  Resources 
FOR  People  with 
DlSABOiTESMCttide 
to  Exploring  Today's 
AssisUce  Technology 
The  Alliance  FOR 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-to-date  answers. 

HP0870D  $14.95 


Disability  AND 
THEFAMay 
A Guide  to  Decisions 
for  Adulthood 
H.  Turnbull,  et  al. 

This  practical,  easy-to  use 
guide  helps  answer  families’ 
questions  concerning  the 
foture  needs  of  their  family 
members  with  disabilities. 
PB0540D  $29.00 


Does  Youb  Child 
Have  Epilepsy? 

^nd  Edition 

James  E.  Jan,  Robert  G. 
Ziegler  and  Giuseppe  Erba 
This  book  provides  informa- 
tion on  tire  most  common 
seizures,  causes,  principles  of 
treatment.  Investigation  and 
outcome,  with  a 'wide  range  of 
helpful  suggestions  from 
infancy  to  early  adulthood. 
PE0360D  $22.00 


Makiiip 

Changes 


Making  Changes 

f amity  Voices  on  Living 
with  DtsabiUties 
Jan  a.  Spiegle 
Shares  self-reports  and 
visions  on  how  families  and 
professionals  make  changes. 
BL0610D  $19.95 


Mom,  I Have  A 
Staring  Problem 

M.C.  Buckel  & T.  Buckel 
A true  stoiy  of  Petit  Mai 
Seizures  and  the  hidden  prob- 
lem it  can  cause:  Learning 
DisabUity 

MB097SZ  $3.95 

(hteludes  shipping  charges) 


A Parents  Gutoe  to 
Middle  Gar  Infections 
Dorinne  S.  Davis,  ma,  ccc-a 
Answering  questions  about 
ear  infections  in  understand- 
able terms.  Anatomy,  physiol- 
ogy and  coping  at  home  and 
socially. 

HV0900D  $24.95 
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■jgsnUSBgM  physicians*  Guh>e 
to  Base  Diseases 

Edited  BY  J.G.THoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP02100  $75.50 

Planning  FOR 
THE  Future 

Providing  a Meaningful  I4fe 
for  a Child  with  a DisabUity 
' after  Your  Death 

Mark  Russell 

9:  I «*<tt400  $24.95 


The 

Spedd 

CMd_J 

ASo«K»BQolir 

taBMiofCliUm 

wMlOndofmeMl 


The  Special  Child 

A Source  Book  for  Parents 
cfChiidrenwUh 
Developmental  Disabilites, 
2nd  Edition 
S.M.  PUESCHEL  ET  AL. 

Filled  with  straightforward 
medical  information,  helpful 
illustrations,  and  practice 
recommendations  on  disabili- 
ty-related issues. 

PBIOIOD  $24.09 


Son  Rise 

The  Miracle  Continues 
Barry  N.  Kaufman 
An  awe-inspiring  reminder 
that  love  made  tangible  can 
move  mountains. 


01089AM  $20.00 


■ Working  Together: 

Workplace  Culture, 
Supported  Employment  and 
Persons  with  Disabilities 
David  Haqner 
Assisting  individuals  to 
achieve  meaningful  careers. 
BL0600D  $24.95 


- DOWN  SYNDROME 


\ l>s  \ M I S 


Advances  in  Down 
Syndrome 

Edited  by  V.  Dmitries' 
ft  P.  Oelwein 

Twenty  experts  contribute 
their  recent  research,  experi- 
ence, and  thoughts  on  ftiture 
directions  for  children  with 
Down  syndrome. 

PE04S08  $31.00 


Down  Syndrome: 

Am  Introduction 

Cliff  Cunningham 
A comprehensive  and  well 
organized  work  for  parents  of 
babies  and  children.  Answers 
to  countless  questions. 

B1068DS  $12.95 


INJURY 


Whsn  Young  Children 
ARE  Injured:  Famous 

as  Caregivers  in  Hospitals 
and  at  Home 

J.  Haltiwanqer  & M.  Lash 
A book  about  the  family’s  role 
caregMng  when  a young 
child  Is  ii\jured. 

EP085ML  $7.S0 

(hteludes  shying  charges) 


When  Your  Child  Goes 
TO  School  After  an 
Injury 
Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(Includes  shipping  charges) 


When  Your  Child  is 
Seriously  Injured 
The  EmotionfU  Impact 
onFair'Ues 
MARILY:  1.ASH 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

(Includts  shipping  charges) 


Lovmo  Justice 

The  ADA  and  the 
Religious  Community 

Edited  by  G.  Thornburgh 
How  the  Americans  with 
Disabilities  Act  affects  reli- 
gious institutions  including 
cortgregations,  hospitals, 
nursing  homes,  seminaries, 
universities  and  more. 
NDIOOOD  $10.00 


That  All  May  Worship 
Ah  Inteffalth  Welcome  to 
People  with  Disabilities 

Ginny  Thornburgh 
An  interfaith  handbook  to 
assist  congregations  in  wel- 
coming people  with  disabili- 
ties to  promote  acceptance 
and  full  participation. 
NDOMOO  $10.00 


SIBLINGS 


rrisN'r 

FAIK! 


SiBUN^KSOF 
aiujHuw  WITH 
DlHABUiTIES 


ItIsntFakI 
SOiUngs  of  Children  with 
DisabOttUs 
Edficd  by  S.D.  Klein 
& M J.  SCHLEIFER 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


Siblings  of  Children 
WITH  Autism 
A Guide  for  FamiUes 
S.L.  Harris,  Ph.d. 

Understand  sibling  relation- 
ships, how  autism  affects 
them  and  what  families  can 
do  to  support  their  other 
children. 

WB096AM  $12.95 


SPINA  BIFIDA  ‘ 


An  iNTBODUenON 
TO  Spina  Bifida 
D.G.  McLone,  M.D.,Ph.D 
The  purpose  of  this  booklet  is 
to  aid  the  parents,  family  and 
the  non-medical  people  who 
care  for  the  child  bom  with 
spina  bifida. 

SB094SB  $4.00 

^Learning  Disabilities 
& THE  Person  with 
Spina  Bifida 
P.J.  Aqness,  Ed.D 
The  information  compiled  in 
this  booklet  is  for  parents  and 
teachers,  to  help  in  the  dilem- 
ma which  has  affected  all 
those. 

$B092SB  $9.95 


SEXUAUTY& 

THE  Person  WITH 
Spina  Bifida 
S.L.  Sloan,  Ph.D 
This  book  was  written  to 
answer  the  questions  that 
families  and  persons  with 
spina  bifida  may  have  about 
their  sexuality. 

SB092SB  $9.95 


CtiilDREN’S  BOOKS 


Joey  and  Sam 
l.  Katz  & E.  Rnvo,  M.D. 

A heartwarming  storybook 
about  autism,  a family,  and 
a brother’s  love. 

RL099AM  $9.95 


My  Buddy 
A-Osofsky 

Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
HH098CB  $5.95 


What  Happens 
Next? 

C.  Christian  & L Dwight 
Babies  love  the  colorful 
photographs  and  hidden 
surprises  in  this  sturdy 
little  book. 

CH0910D  $4.95 


Mail  to:  Exceptional  Parent,  Dept.  EP9602,  P.O.  Box  8046,  Brick,  N.J.  08723 

OrcaU(800)  5354910 


QTY. 


TITLES  & ORDER  NO. 


I UNIT  PRICE  TOTAL 


I 


SHIPPING  & HANDLING  CHARGES:  U.S.  - $3.60  for  1 item;  75<  for  each  additional 
item.  Foreign  - $6.60  for  1 Item;  76t  for  each  additional  Item. 

Name 


Address  _ 
City 


.State. 


-Zip. 


i^Su^Total  : 

NJ  ReskKnIs 

add  6%  Tax  ^ ^ ^ 

Shipping  i 

U S.  fitnds  onfy.  TTwaa  prices  •/« 
subject  to  change.  Plaasa  e}k>w4-6 
wak$  for  ch(jv»/y.  Returns  must  be 
mark  wittvn  4 woaks  of  rktivary. 
No  ovanaas  ntums. 


Telephone 

I have  enclosed  my  check  payable  to  Exceptional  Pare.'t  or  charge  to  my:  Q Visa  □ Mastercard 


Account  Number: - - - Exp.  Date 
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CHILDREN'S  Page 


Alex’s  Phone  Call 

by  Doug  BitOe 


Mi 


'y  little  brother  is  named  Alex.  He  is  nine 
years  old  and  has  Down  syndrome,  Alex 
•went  to  a special  education  school  for 
three  years  and  never  really  had  a social  life  of 
any  sort  except  with  our  own  family. 

Although  his  old  school  was  good  for  him 
when  he  started  there,  it  changed  after  a while. 

It  seemed  he  would 
be  better  off  with 
kids  who  did  not  all 


Alex  loves  skimg. 
Two  years  ago,  he 
enjoyed  a wintet* 
vacation  with  his 
family  in  Crested 
Butte,  Colorado. 


Alex  smiles  for 
his  1994  school 
portrait  at 
Bethesda  Ele- 
mentary School. 


Alex  and  Chris  play 
lacrosse  with  their 
cousin,  Chris  Lyons 
(back  to  camera). 

have  disabilities.  So, 
my  mom  decided  to 
have  him  go  to 
Bethesda  Elementaiy  School.  Now,  he  is  in  a reg- 
ular fourth  grade  class.  Sometimes  an  aide  helps 
him  when  he  needs  it. 

Tonight  (November  7, 1994),  I answered  the 
phone  and  it  was  Jeffrey,  a new  friend  of  Alex's 
at  his  school.  He  was  calling  for  Alex.  What  was 


so  significant  about  this  phone  call 
is  that  it  was  Alex's  first  phone  call! 

One  problem  is  that  Alex  is  not 
very  conversational  and  when  the 
friend  called— just  to  talk — ^the 
friend  had  to  do  most  of  the  talk- 
ing. My  mom  and  I helped  Alex  out 
It  was  pretiy  cool  that  Alex  got  a 
phone  call  from  a friend. 

The  kids  at  the  new  school  also 
accept  and  encourage  Alex.  Last 
week,  he  read  four  sentences  in 
front  of  the  class  and  the  kids  in  his  class  all 
eloped  for  him.  One  of  Alex's  biggest  problems 
is  that  sometimes  he  Just  chooses  not  to  talk 
although  he  can  understand  you.  He  has  always 
been  like  this.  I think  the  new  school  will  help 

him  to  talk  more 
because  he  has 
more  friends. 

Unlike  many 
children  going  to 
school,  Alex  hap- 
pily boards  a 
school  bus  every 
morning  at  eight 
o'clock.  Alex  is  a 
great  little  brother 
and  I'm  glad  he  has 
friends  at  his  new 
school. 

Doug,  12,  lives  with  his  parents,  Pat  and  Greg, 
and  brothers  Alex,  9,  and  Matt,  14,  in  Gartett 
Park,  Maryland.  He  is  in  the  sixth  gmde  at  TUden 
Middle  School.  Doug  enjoys  sports,  especially  foot- 
ball, basketball  and  in-line  skating. 


THE  GHILOREN’S  PAGE  welcomes  contributions  from  children  with  disabilities  and  their  siblings.  Be  creative!  Send  your  stones, 
photos  and  artwork  to:  CHILDREN'S  PAGE,  Exceptional  Parent  209  Harvard  Street,  Suite  303,  Brookline,  MA  021 46-5005, 
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KM  l lhosuMM  : 

. -Television's  importan}  for 
. Americo's  disobilily  community, 
t The  netwoik's  programmimj 
helps  A me  r icons  with  disobili- 
ties  move  into  moinstieom  life 
by  chomjimj  pCKeptions. 

• * ’ 

SINAJOR  BO^.DOll 


K\i  I iwoM  on, 

not- only  gives  people  with 
disabilities  a new  means  of 
communication,  but  television 
gives  all  Amef icons  on 
oppoifunity  to  muiimize 
abilities..  \ \ 

SimOR  rOM  HARklN  • 


As  one  of  49  million 
Americohs  who  happens  to 
have  a disability,  like  I 
happen  to  have  epilepsy, 

I'm.  vety  excited  obout 
,lv\l  l iDOH  KIA  ' 

uses  the  extraordinary  power  * 
of  television  to  communicate 
.ideas  and  positive  role  models 
for  out  complex  society-; 


JONY  CQELHO,  Clioiiman 
Prcsidcn!  'y,  Co/rmt/7tce 
on  [mphymeiit  of  Peop/e- 
with  Disabilities 


Plea.se  join  March  of  Dimes  . 
mul  IvM  .With 

yoUr  Itelp,  we  con  improve  the 
([ualily  of  .life  for  Americans  - 
with  birth  defects  arrd  other . 
disabilities.  And  vye  can  offer 
quality  ptogtamining  the  whole 
family  can  enjoy. 

OR.  JENNIFER  L.  HOWSE 

Presitlonf 

Match  of  Dimes ^ 

Bitfh  Defects  foundation 


'i  . Joht  with  us  at  Easter 
Seals  and  ]v\^li  >1 HIM  . 
We  want  to  share  vitol,  auu- 
rate  inioimalion.- We  want  to 
brighten  American  homes  from 
coast  to  const  with  goo|j 
quality  television.  ^ 

JAMES  E.  WIILIAMS,  JR.  ■ 
President  and  CEO 
National  Eastei  Seal  Society 


We're  delighted  to  join 
KAl  .i  i tPi  in  the 

"Calling  on  Cubic"  campaign.  I 
hope  you  will  become  a part  of 
the  effort  to  bring  this'exciting 
network  to  every  home  in 
America. 

ELAINE' t.  CHAO 
Pfcsidcnt  and  CEO 
United  VJay  of  America 


Imagine  an  infant  stander  so  adaptable  it  can 
change  its  appearance  instantly  to  become  a 
stroller  or  even  a highchair.  Tumble  Forms®,  a 
leader  in  early  intervention  products,  now  intro- 
duces the  Chameleon™. 

Perfect  for  home  or  school  use,  the  Chameleon 
accommodates  children  from  25  to  37  inches  and 
up  to  50  lbs.  With  this  one  lightweight  unit,  you 
can  create  numerous  vertical,  prone,  and  supine 
positions,  for  sitting,  lying,  or  standing.  The  seat, 
seat  back,  and  foot  support  each  adjust  for  infinite 
possibilities.  Meanwhile,  the  child  is  cradled 


against  cushioned  supports  to  ensure  proper  body 
alignment.  You  get  three  versatile  products - 
stander,  stroller  and  highchair- all  for  the  price  of 
one. 

The  Chameleon  features  a removable  tray  to 
allow  easy  transfer  as  well  as  swivel  casters  for 
portability.  Breathable  fabric  covers  are  conve- 
niently removed  for  laundering. 

Leave  it  to  Tumble  Forms  to  change  the  way  you 
view  standers. 


For  more  information,  cail  1-800-631-7277.  In  Canada  call  1-800-665-9200. 
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Ford  Motor  Company  understands  that  a physical 
disability  doesn't  mean  lile  can't  be  rewarding.  For 
many,  there's  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that’s  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call  You’tl 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  for  up  to  $750 
toward  the  Installation  of  adaptive  driving  or  passen- 
ger  equipment.  There's  nothing  lor  you  to  send  in .. 
and  there's  no  waiting  lor  your  check! 

You’ll  also  receive  a complimentary  Ford  Cellular 
Telephone'  and  Roadside  Assistance''  for  the 
duration  of  the  bumper-to-bumper  limited  warranty 


MoaunjjL 

MOTORIhHTO' 

PROGRAM 

INFORMATION  YOU  NEED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides .. 

■ friendly  toll-free  and  special  "TDD"  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a "prescription"  for  your  vehicie’s  adap- 
tive equipment 

■ a list  of  local  adaptive  equipment  dealers  and 
Installers 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  oddition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all.  you  get  Ford  Motor  Company’s  products 

and  services  A Company  where  quality  and  service 

are  always  "Job  V" 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users; 
1-800-TDD-0312).  You'll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


Fr«f  MMty  NUttring  VMmI 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  Youll  meet  people  who 
have  learned  that  the  process  Is  really  simple.  You'll 
also  see  how  Ford  products  adapt . . for  versatility, 
convenience  and  just  ptain  motoring  fun  Just  ask  for 
your  free  video  when  you  call  us. 

PROGRAM  PERIOD 

October  1,1994-  September  30. 1995 

' Customer  is  responsible  tor  a 12t‘day  minimum  xtivation  on  the 
Ford  Cellular  System  Some  local  individual  carriers  may  require 
a longer  agreement  as  welt  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional  Jo  be  eligible  lor  the 
complimentary  ford  CeiluUr  Jetephonc.  the  customer  must  also 
live  in  an  area  covered  by  the  Ford  Cellular  System  at  the  time  of 
the  purchase  or  lease 

■ Ask  your  dealer  tor  a copy  ot  the  limited  warranty  and  complete 
details  ol  the  Roadside  Assistance  Plan  Vehicles  covered  by  the 
i incoin  Commitment.  F - Series  Preterred  Care  or  Red  Carpel 
i ease  plans  have  additional  benelits 


A NCW  CAR,  VAN  OR  IIGHT  TRUCK  ...  ADAPTIVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 


Ford  and 

Lincoln-Mercury  Divisions 
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Cover:  Ten-yearold  Clark 
Byers  enjoys  a snowy  afternoon 
at  a park  near  his  Bloomington, 
Indiana  home.  In  this  issue,  his 
mother  Katharine,  describes 
how  the  family  has  learned  to 
live  with  Clark's  epilepsy.  See 
“One  Day  at  a Time,  ''page  19. 
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Once  upon  a time,  all  wheelchairs  looked  alike.  One  size  was  expected  to  fit  all, 
and  consumers  (parents  and  individuals  with  disabilities)  had  little  or  no  par- 
ticipation in  the  decision-making  process.  ! 

Today,  many  mobility  products  are  available  to  allow  children  or  i 
young  adults  with  physical  disabilities  to  participate  fully  in  commu-  ' 
nity  life.  This  preponderance  of  choices  has  made  the  selection 
process  more  complicated  than  ever  before.  Identifying  the  most  i 
appropriate  equipment  for  a child  or  young  adult  requires  careful  I 
assessment  and  collaboration  by  parents  and  professionals.  i 

Our  sixth  annual  mobility  issue  offers  a road  map  to  this  ; 

process.  For  help,  we  turned  to  Adrienne  Falk  Bergen,  RPT. 

Adrienne  has  spent  many  years  answering  mobility  questions  and  I 
training  therapists  and  other  mobility  professionals.  With  ' 

Adrienne’s  help  and  the  help  of  her  colleagues,  we  have  included 
articles  on  the  selection  process,  the  roles  of  the  people  involved,  powered  mobility 
and  manual  wheelchair  maintenance.  This  issue  also  includes  some  personal  per- 
spectives from  parents  and,  on  the  Chiicb’en's  Page,  from  eight-year-old  Emily  Brush. 


Stanley  D.  Klein,  Ph.D. 


Much  more  than  mobility 

There’s  lots  more  in  this  issue  for  parents  and  for  professionals.  In  “One  Day  at  a 
Time,”  Katherine  Byers  describes  how  her  family  has  learned  to  live  with  her  son’s 
epilepsy,  in  Role  Modfds,  Tony  Coelho  shares  his  experiences  as  a person  with  epilepsy. 

For  families  beginning  to  make  summer  plans,  this  issue  includes  information  on 
camps.  And  Youth  Connections  explores  the  transition  concerns  of  teenagers  with 
disabilities  and  special  health  care  needs  and  their  families. 


j Feedback  > 

j We  continue  to  receive  wondeiful  feedback  about  our  December  (1994)  issue  on 
‘ religion  and  oiu*  1995  Resomve  Guide  (January).  We  have  published  some  of  these 
I responses;  we  wish  we  had  room  for  all.  Thanks  to  all  who  have  written  and  called, 
j We  also  continue  to  receive  feedback — largely  negative — about  the  fact  that  | 

I Exceptional  Paient  accepts  advertisements  from  private,  special-education  pro-  | 

grams.  It  seems  that  some  people  concerned  with  the  education  of  children  witli  dis-  i 

abilities  insist  that  everyone — including  this  magaziner— support  tfie  inclusion  of  all 
children  in  public  schools.  Our  perspective  is  different  Since  the  first  issue  of  this  • 

magazine  appeared  in  1971,  Exceptional  Parent  has  advocated  for  the  position  that  ! 
parents  are  the  best  experts  on  their  children  and  are  capable  of  making  good  choic-  | 
j es  on  their  behalf — in  education,  health  care,  recreation  and  every  other  area  We  are  j 
I also  advocates  for  inclusive  education  when  such  programs  include  the  necessary  1 

I supix)rts  for  everyone  involved.  At  the  same  time,  we  ai*e  very  leery  of  prograjus  | 

j masquerading  as  inclusive  education — but  actiuUIy  implemented  as  cost-cutting  niea-  ! 

I sures — that  fail  to  provide  support  for  children’s  individual  needs.  | 

i I 

I On  Capitol  Hiii  | 

In  our  February  issue',  Justin  Darts  guest  editorial  (“All  Together  Now”)  aid  ! 

Nctwoiiiing  (from  the  National  Parent  Network  on  Disabilities)  expressed  concerns 
tliat  ('ongress  might  cut  [irognuus  supporting  the  indetx'iidence  of  children  and  adults  ^ 
with  disabilities  and  their  famine's.  On  the  basis  of  recent  news  reports  regarding  pro  I 
jKxsod  chmiges  in  SSI  (Sufipleniental  Sc'curity  Income')  i*eguIations,  we  urge  ix'adc'is  to 
' <*ontact  k'glslators  to  let  them  know  tliat  programs  like  SSI  i\xv  critic'iil  mid  c*ost-c'lTec*- 
I tivt'.  At  the  siuiie  tinu',  we  know  some  federal  progrmiis  nml  improvements;  shiirc'  1 

I suggi'stions  for  chjuigt's  with  your  congressional  reprc'sentatives  as  well.  j 
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Religious  Participation  for  All 

llie  phone  rang  the  other  day,  and  the 
voice  at  the  other  end  identified  her- 
self as  Ginny  Thomburgli  (author  of 
“For  the  lx)ve  of  Peter,”  December 
19f)4).  You  cannot  inuigine  my  surprise, 
deliglit  and  honor  tliat  she  would  call 
me  just  to  chat  about  our  special  chil- 
dren and  tlie  very  real  need  to  include 
tliem  in  all  aspects  of  life,  esi)ecially 
religion,  fler  call  had  been  prompted 
by  my  letter  to  tlie  Religion  and 
Dis^lbility  Progi*am  of  the  National 
Orgiuiizalion  on  Disability  (NOD), 
which  had  been  listed  in  the  directory 
of  “Faith  Group  Resources”  in  the 
December  issue  of  Exceptional 
Parent.  Although  I had  read  that  issue 
at  tlie  end  of  a long  day,  I had  pushed 
myself  to  write  to  all  the  Jewish  orga- 
nizations and  to  the  National 
Organization  on  Disability.  I never 
realized  I was  writing  to  Mrs. 
Thontburgh!  Tliat  one  call  from  her 
erased  a lot  of  the  hurt  we  have  felt 
bec-aiLs('  of  the  lack  of  response  from 
oui*  owTi  religious  group. 

Althougli  our  son  attends  our 
temples  religious  school,  this  is  more 
because  wo  sought  out  a small  syna- 
gogue that  would  welcome  us  as  a 
family  rather  than  the  existence  of 
juiy  s{)ecial  accommodations.  The 
Dvcemher  Exceptional  Parent  was  a 
\ ilal,  iilive  issue' — we  thank  you  for 
devoting  an  entire  issue  to  this  aspect 
of  life.  My  only  sense  of  sadness  w;is 
that  it  took  a sectiirimi  magazine  to 
provide  me  with  ac  cess  to  these 
resour(*e  organizations;  the  access 
di(i  not  c*ome  from  our  religious 
community. 

As  piu  ents,  if  we  had  one  wish,  it 
would  be  to  find  a way  to  distribute 
the  Dc'cember  issue  of  Exceptional 
I ^a rent  to  all  clergy.  For  all  the  strides 
th('  disiibility  community  hiis  made, 
the  greatest  bani('r  is  still  lack  of 
awarenc’ss. 

\V(‘  (‘Xtend  our  apjm’cialion  for  llu* 
sc'nsitive  way  the  De(*('mber  issue 
was  IuukIIihI.  The  coiitacis  \\v  have 
made  from  that  issue'  will  keep  our 
fin’s  burning  so  \w  cim  continue  to 
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educate  those  we  meet  about  our 
special  needs  rather  than  jast  walking 
away.  It  can  be  a never-ending, 
exhausting  task,  but  we  tliink  our 
children  and  the  world  that  encoimters 
them  will  be  a little  richer  as  a result 

G.F-H.  & G.F-H.,  California 

□ Bravo  to  yon!  What  an  excellent 
Issue  on  religion  and  people  with 
dis2ibilities!  My  four-year-old  son, 
Bryce,  has  spina  bifida  He  is  very 
Involved  in  our  church;  in  fact,  church 
provides  most  of  his  scx?ialization 
opportunities.  He  asks  to  go  to  church 
almost  every  day.  During  his  last  IFSP 
(Individual  Family  Service  Plan) 
meeting,  a teacher  commented  that 
Biyce  got  a lot  of  socialization  from 
being  out  in  the  community  and  in 
church.  At  the  time,  I thought,  “Hey, 
we  ouglit  to  write  that  in  as  part  of 
the  plan.”  Next  time,  we  will! 

One  program  that  should  be  includ- 
ed in  your  directory  of  “Faith  Group 
Resources”  is  the  AWANA  Clubs 
International  (One  East  Bode  Rd., 
Streanwood,  IL,  60107;  708/213-2000, 
voice).  It  is  like  a Christian  scouting 
program,  complete  with  uniforms  and 
awards.  It  is  an  inter-cienominational 
Protestant  group  that  gives  charters 
to  individual  churches.  They  have  a 
“Friends”  program  for  children  with 
disabilities.  Parents  c*an  contact 
them  for  more  infonnation  and  to 
find  out  which  churches  in  their  area 
sponsor  a club. 

Bryce  loves  his  AWANA  “Cubbies” 
Cub.  Before  I end  this  letter,  I hav^e  to 
share  a story  about  Irim.  Bryce  was 

: M us  about... 

I ...helping  your  child 
: make  friends. 

Write  to:  Rmdn's  T(ttk%  ExcKlmosM. 

' Pahkst,  Harvard  St..  Suite  SOS, 
lirookliue.  MA  0Jlif(\  (Cyt7) 
fax).  A sinu])liug  of  trader  tr.spou.ses 
to  this  (ptestioti  loill  appear  in  a 
fuiurt*  i.s.sue. 
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From  left,  Bryce  Olstad,  Ethan  Ungala, 
Michaela  Nuss  and  Cassie  Ekwali  listen  to 
a story  during  a meeting  of  the  AWANA 
Cubbies  Club  at  Ashland  Bible  Church  in 
Ashland,  Oregon. 

learning  a Bible  verso  for  his  Cubbies 
club:  “Children,  obey  your  parents.”  I 
was  so  proud  of  him  for  learning  it 
and  wanted  to  show  him  off  to  some 
friends.  So  I asked  him  to  say  his 
verse.  He  promptly  and  clearly  said, 
“Children,  open  your  presents.” 

Tlianks  again  for  an  exceptional 
issue! 

Rachel  Olstad,  Talent,  Oregon 

Success  in  Funding  Van 
Adaptations 

I’m  writing  in  response  to  “Buying 
and  Converting:  What  you  need  to 
know^  about  van  lifts  and  ramps” 
(December  1994). 

Oiu*  four-year-old  daughter.  Jocelyn, 
has  Walker-Warbuig  syndrome  and 
uses  a wheelchair.  She  w^eighs  45 
pounds,  and  we  are  no  longer  able  to 
get  her  in  and  out  of  a car  seat. 

We  already  had  a mini-van  when  I 
began  my  search  for  ftmding  to  get 
portable  ramps  and  a tie-dowm  system. 
I was  told  the  total  cost  for  purchase 
and  installation  would  be  $690. 

I began  calling  social  service 
organizations  and  fraternal  clubs  to 
see  if  financial  aid  was  available.  I 
spent  more  than  a few  hours  on  the 
phone,  but  was  very  successful!  I wiis 
able  to  get  money  from  Easter  Seals, 
and  the  United  Cerebral  Palsy 
Association.  This  left  our  portion  at 
$40.50 — veiy  ttffordiil^le. 

I wanted  readers  to  know  that  help 
is  out  there,  if  you’ix'  willing  to  spt'nd 
some  time  finding  it.  Many  of  these' 
orgiuiizations  will  filso  assist  with 
funding  for  lifts. 

J.F.,  Indiana 


TRUST 


In  some  relationships  it  comes  naturally, 
in  others  it  has  to  be  earned. 


■ A1  MED  Cerlified  Repair  Centers,  we  know 
we  have  to  earn  your  trust  Were  conti- 
dent  your  trust  will  be  earned  once  you've 
experienced  our  rapid  turn-around  time,  our 
courteous  and  highly  talented  repair  technicians, 
and  our  guaranteed  repairs  at  lair  prices. 

■ MED  Certilied  Repair  Centers  are  a nation- 
wide network  of  independently  owned  and 
operated  rehabilitation  and  home  medical 
equipment  retailers  and  repair  centers  that  are 


OUK  Pi  KSONAl. 
Guakan  tce  To  Yc:>u 

Our  will  be  courteous 
to  \/ou  at  all  times. 

Tiny  will  onli/  do  work 
that  j/ou  have  authorized. 

Our  labor  will  be  guaranteed  for 
30  days  from  date  of  repair. 

We  will  warranty  replacement 
parts  for  90  days  from  installation. 

We  will  make  available  to 
you,  for  your  inspection, 
all  parts  we  replace. 


■dedicated  to  keeping  active  people  active. 
■ Through  a series  ot  graduated  levels  of  train- 
ing and  education,  our  technicians  are  instructed, 
tested,  and  certified  to  competently  assess  and 
repair  your  manual  and  power  drive  wheelchairs 
MED  certified  techs  are  "Simply  the  Best 
Trained  Techs”  in  the  industry.  We  would  like 
the  opportunity  to  earn  your  trust  and  invite  you 
to  visit  your  nearest  MED  Certilied  Repair  Center 
the  next  time  you  need  service. 


MED  Certified  Repair  Centers 


Keeping  Active  People  Active 


ERIC 


CALL  1-800-477-6272 

for  the  MED  Certified  Repair  Center  nearest  you,  and  we  vyill  send  you  a valuable  free  coupon  booklet  filled  with  discounts  on  repair  services. 

» lil £14 
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FREE  TR^t^UIUTV  SAMPLE! 


Eliminate  Leakage!  Patented 
super-absorbent  materials  make 
Tranquility  absorb  like  no  other 
disposable  brief! 


Komfort  Monitor,  a volume 
sensitive  wetness  indicator  that 
"turns  to  blue  when  charge  is  due." 


Super  Absorbent  Peach  Mat 
Protection  Zone  is  guaranteed  to 
keep  skin  dry  and  eliminate 
unpleasant  odor. 


Disc-eet  non-bulk  design  keeps 
you  comfortable  even  in  pants! 


Youth  Size 
Available! 


Kufguards,  lycra,  multi-strand  leg 
gathers  for  super  containment. 
Prevents  leakage  even  when  your 
walking! 


To  receive  a FREE  sample  of  Tranquility  Slimline  Disposable  Underpants  send  your  name, 
address  and  phone  number  along  with  $!  for  shipping  and  handling  to:  HDIS,  1215 
Dielman  Industrial  Court,  Olivette,  IMO,  63132.  Please  check  what  size  brief  you  need: 
□Youth  18-21"  waist,  □Small  20-31'^  waist,  □Medium  32-44"  waist,  □Large  45-58"  waist 
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NDIS 

Questions? 

Call  1-800-538-1036 

Plc-tscnllov.  fi'K  necks  fur 

Oi«l>  one  5.«!vplc  per  iiotiscltold  Expim  5/31/95 

Copuii'hl  l‘//.VHDIS  24/43 


Address 


Citv.State.zip 


Phone ( 
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Special  Trikes  for  Special  People 

Featuring  Growth  Adjustability 


Foot  Propelled  Tricycles 

• 3 Sizes/ Models  (ages  3 to  young  adult) 
• Steering  Stop  for  Safety 
• Easy  to  Use  and  Durable 
• Various  Accessories 
• Therapeutic  Exercise 


Hand  Propelled 
Tricycles 

• 3 Sizes/ Models 
(ages  3 to  young  adult) 

• Back  Pedal  Brake 

• Steering  Stop  for  Safely 


Tricycles  are  specially  designed  in  close 
cooperation  with  therapists.  Call  for  a Frae  Catalog 
and  let  our  experienced  operators  help  decide 
which  style  is  best  for  your  child. 


1-800-306-6777  VlSA-MasterCard 

P.O.  R(>\  1.164  • CiMiHiKf  1.M)/  MD  21502  • 301-759-3525  phone  (-ax 

CopytigUt  JRiAiO  1 990  Aff  .i/<»  sub;et:t  fo  ilflo/sticn  without  notico 
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Felbatol 

I deeply  sympathize  with  the  parents 
who  were  told  by  their  daughter’s 
neurologist  that  she  should  be  weaned 
off  Felbatol  (“Ask  the  Doctor,” 
December  1994).  I am  the  parent  of  a 
seven-year-old  son  who  has  been  on 
F'elbatol  for  the  past  13  months  with 
dramatic  results.  Wliile  I support  Dr. 
Hirsch’s  response,  I think  the  pai'ents 
should  be  advised  to  seek  additional 
information  to  help  them  make  the 
best  decision  for  theii'  daughter,  in 
coruimction  with  then*  neurologist. 

Our  son  had  been  taking  Felbatol 
for  nine  montlis  when  the  makers  of 
the  drug  first  began  warning  doctors 
of  the  risk  of  aplastic  anemia  and  liver 
failime.  We  were  terrified  to  learn  that 
these  very  serious  complications  had 
been  linked  to  lliis  “miracle  drug.” 
Blood  tests  were  immediately  ordered 
for  our  son.  F'ortunately,  they  revealed 
no  problems,  and  our  son’s  neurologist 
recommended  continuing  the  F'elbatol. 

Even  thougli  I trusted  oiu*  neurolo- 
gist, I wasn't  ready  to  blindly  accept 
this  advice.  This  was  my  son’s  life  we 
were  risking,  and  even  though  stopping 
Felbatol  may  have  meant  the  return  of 
our  son’s  uncontrollable,  complex 
grand  nial  seizures,  we  sought  to 
become  as  informed  as  possible  before 
making  a final  decision.  The  Epilepsy 
Foundation  of  America  was  an  excel- 
lent resource.  After  confirming,  or  in 
some  cases  coirecting,  what  our  neu- 
rologist had  told  us,  the  foundation 
gave  us  written,  detailed  information 
about  the  reported  complications,  tlie 
symptoms  we  should  watch  for  and 
the  precautions  we  should  take.  They 
even  offered  to  c<  >ntact  oiu*  son’s  neu- 
rologist on  our  belialf. 

Ultimately,  we  did  accept  oiu*  neurol- 
ogist’s advice  to  continue  the  Felbatol 
witli  frequent  blood  tests.  Our  son  has 
now  been  free  of  grand  mal  seizures 
for  more  than  a year  with  no  sign  of 
side  effects. 

D.LP.,  Nmih  Camliua 

tJditnrs  Xatr:  Ri^idri's  man  ('ooM  die 
Epdapsif  Foil iidat ion  of  Amrrica  at  4'dFl 
Ganicn  City  />/;,  Ml)  20785- 

2207.  {8m  282-1000  (mcol  (800)  222 
2070  cm).  (201)  577-4mi  (fkr). 
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How  a o you  take  a sit-down 
skower?  How  does  a sinl?  ^o 
up  and  down?  J-^ow  do  astronauts 
^o  to  tke  katkroom? 


< i' 


Hot  water  n)ight  fust  IHH’  be  the  best  ptobteni 
solver  around  Thts  comfortable,  movable,  contoured 
shower  chan  lets  you  soak  tt  m wrthout  a cate.  Out 
Ceratherm  show'et  with  thermostatic  control  makes 
you  feel  even  mote  at  ease. 


4/ 


Talk 

about  your 
<ivvi  watd 
Sit  natrons 
Asttor^iuts  ^ 
first  sttao 
thetnselves  m 

with  foot  ■ " ' 

and  thigh  ^ 

restt,)tnts  They've  got  a toilet  bowl  but  no  Wiilet  Itistead.  IP  an 
lets  ut\leit]eath  the  s(\tt  ptopel  evervth’ng  into  a sunaye  tank 


Our  Multi-System 
«.  jsesf  anyone  's 
Sink  ft  adiu.sts 
accommodate 
W'th  back  trouble, 
ot  in-t)etwenri 


^ Lavatory  ts  t 
\ come  to  a p 
\ very  quick! 


the 

a pot  table 
quickly  to 
vvheeicharts.  those 
o:  anyone  tall.  slH>rt 
It  even  slides  ti> 


the  left  at  to  the  tiaht 


liwtyoiK’  - »t>  llu’  Uilliroom.  In  wry  diffcivnt  cii(.  um>Uinctv,  >[\W,  il  -lunild  .duMvs  lev!  iiniline. 
IVivtilc,  Kolasiii^.  It  ?lioidd  Iv  a clitincc  to  fod  \vce.  lo  lluil  end,  Aniericiin  ^^UituLml  ollctv  iIk*  clioicv 

of  ^nulrlly  dcr^ik^nuL  <liinninkily  ilcr^ikiiK’d  aca*^^ild(.*  prodiicU  iinywlKTc.  \\l*  11  td^j  ^ln^\wr  tdl  your  t[lK•^lio^:', 
l:\vn  il  wv  li*i\c  lo  L'  N,\:^A.  )u^t  u=<  ot  l-J?0()-5?4-07g7,  IAt.470. 
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Partial  Monosomy  IQ/Partial  i 

THsomy  15  j 

Oiir  3 1-month-old  daughter  has  partial  | 
monosomy  10  and  partial  trisomy  15.  | 

She  has  cardiac  problems  and  global 
developmental  delays.  She  does  not  ! 

walk  or  talk.  We  are  interested  in  con-  ! 
tacting  parents  of  children  who  have  j 

the  same  condition. 

S.M.,  Georgia  ■ 

Near-drowning  ] 

Six  years  ago,  my  son  nearly  drowned.  ^ 
He  survived,  but  remains  comatose.  I | 
have  never  seen  letters  from  parents  I 
of  similar  children.  I know  most  chil-  ! 
dren  don’t  survive  this  type  of  acci- 
dent, but  I am  sui  e many  do.  I would 
like  to  know  if  anyone  is  doing 
research  on  this  tyj)e  of  anoxic  brain 
damage.  j 

5.C.,  Florida  | 
j 

Persistent  ATNR  j 

I have  a 17-month-old  son  witli  j 

cerebral  palsy  He  has  a very  persis-  | 
tent  asymmetrical  tonic-neck  reflex  [ 
(ATNR).  This  causes  his  right  hand  to  j 


constantly  dig  into  the  side  of  his  fac;e. 

I have  to  hold  liis  hand  during  play, 
thersqpy  and  feedings.  This  is  very  frus- 
trating for  both  of  iLs!  I would  like  to 
hear  from  other  parents  who  have 
experienced  this  problem  and  may 
have  some  advice. 

71 W,  Iowa 

liiidiagnosed 

I have  been  tr^dng  to  find  a diagnosis 
for  my  daughter,  Amanda,  since  her 
birth  in  September  1992.  She  was 
bom  with  extremely  low  musc:le  tone, 
dislocatable  hips  and  hypennobile 
joints.  To  resolve  her  hip  problem,  she 
wore  a Pavlik  harness  until  she  was 
four  months  old.  She  started  physical 
and  occupational  therapy  at  eight 
months  of  age  and  has  continued  to 
make  progress  in  her  physical  devel- 
opment. She  walked  independently, 
with  the  use  of  ankle-foot  oidroses 
(APOs),  just  a few  days  before  her 
second  birthday. 

Amanda  is  a bright  and  happy  child 
who  has  excellent  language  skills. 

She  has  had  echocardiograms,  blood 


tests  for  muscle  diseases,  an  elec- 
tromyogram (EMG),  nerve<*onduc- 
I tion  testing,  DNA  testing  and  oph- 
I thalmology  exams.  All  results  have 
i been  normal,  with  the  exception  of 
I the  EMG,  which  was  scored  as 
! “borderline  abnomial.” 
j Following  the  abnomial  EMG,  we 
j proceeded  with  a muscle  biopsy. 

I Based  on  the  biopsy,  doctors  have 
I said  they  think  she  has  Duchenne 
muscular  dystrophy.  I have  difficulty 
accepting  this  diagnosis  because  I 
understand  tliat  this  type  of  muscular 
dystrophy  is  rare  in  females,  is  not 
evident  at  birth  and  is  diagnosed  with 
greatly  elevated  creatine  phosphoki- 
nase  (CPK)  levels.  Amanda’s  CPK 
level  is  within  nomial  limits. 

I am  tired  of  hearing  doctors  say, 

“I  have  never  seen  a child  quite  like 
tlus  before.”  I have  a strong  fec^ling 
tliat  one  of  the  readers  of  Except  ional 
Parent  has  seen  a child  like  Amanda, 
‘ and  I would  love  to  heai’  from  any- 
j one  wiio  might  have  some  infomia- 
i tion  to  share. 

I D.N.,  Califonua 


To  reach  out  to  parents 
of  children  with  disabilities 
and  special  health  care  needs. 

^ To  empower  mothers  and 
fathers  by  providing  practical 
information  and  emotional 
support. 


USA  BUJMBERG,  J.D.,  Corporate 
Attorney,  Aetna.  Hartford,  CT 
T.  BERRY  BRAZELTON,  M.D„  Clinical 
Prufetaor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 
FRANCES  P.  CONNOR,  Ed.D.,  Profesaor 
I’lmeritii,  Special  Education.  Columbia 
University  Teachers  College,  New  York,  NY 


ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 
EU  FACTOR,  D.M.D.,  Parent,  President, 
Wheelchair  Motorcycle  Association. 
Brockton.  MA 

MURRAY  FEINGOLD,  M.D.,  Physician- 
in-Chief,  National  Birth  Defects  Center, 
Waltham,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director.  A WORLD  OF 
DIFFERENCE  Institute.  Anti -Defamation 
league.  Boston,  MA 
BRUCE  M.  GANS,  M.D.,  President, 
Rehabilitation  Institute  of  Michigan, 
Detroit,  MI 

SOL  GORDON,  Ph.D.,  Professor 
Emeritus,  Child  and  Family  Studies. 
Syracuse  University,  Syracuse.  NY 
STANLEY  I.  GREENSPAN,  M.D., 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
Washington  University  Medical  School, 
Washington,  DC 

HERBERT  J.  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology,  and 
Psychiatry,  Univ.  of  Michigan  Medical 
Center,  Ann  Arbor,  Ml 
DAVID  HIRSCH,  M.D.,  Phoenix 
Pediatrics,  Phoenix.  AZ 


GOODWIN  D.  KATZEN,  Former 
Executive  Director.  Rockland  Coun^ 
Center  for  the  Physically  Handicapped, 
Pomona,  NY 

SUSAN  M.  KLEIN,  Ph.D.,  Professor 
of  Special  Education,  School  of 
Education,  Indiana  University. 
Bloomington.  IN 
DINALOEBL,  Ed.D.,OTR, 

Associate  Professor.  Department 
of  Occupational  Therapy.  School 
of  Education,  New  York  University,  New 
York,  NY 

EDWIN  W.  MARTIN,  Ph.D.,  President 
Emeritus,  National  Center  for  Disability 
Services,  Albertson,  NY 
JAMES  MAY,  MJk.,  M.Ed.,  Project 
Director.  National  Fathers'  Network, 
Bellevue.  WA 

JEAN  B.  McGREW,Ph.D., 
Superintendent.  Glenbrook  School 
District  #225,  Glenview.  II 
EDWARD  NEWMAN,  Pb.D.,  Professor. 
Temg^  UnWersIty  School  of  Social 
*Xim£istn{Uon,  i^ltadeiphia.  PA 
BETTY  PENDLER,  M.S.,  Pkrent, 

Member,  New  York  State  De«topmental 
Disabilities  Hanning  Ccuncii,  New  York.  NY 
STEVEN  P.  PERLMAN,  D.D.S., 
M.Sc.D.,  Assistant  Clinical  Professor, 
Boston  University  School  of  Dentistry. 
Boston,  MA 


HARVEY  PRESSMAN,  President. 
Corporation  for  Opportunit)'  Expansion, 
Newton,  MA 

SIEGFRIED  M.  PUESCHEL,  M.D., 
Parent,  Prof,  of  Pediatrics,  Brown  Untv. 
School  of  Medicine.  Providence,  R1 
PEGGY  MANN  RINEHART,  BX,  Parent. 
Director  of  Communicatir  >.  v enter  for 
Children  with  Chronic  Illness  and 
Disability.  University  of  Minnesota, 
Minneapolis.  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry.  University  of 
Houston,  Houston,  1'X 
HARILYN  ROUSSO,  A.C.S.W.,  Director. 
Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  MX.  Director. 
Child  Life  Dept.,  Rhode  Island  Hospital, 
Providence,  RI 

HOWARD  SHANE,  Ph.D.,  Director, 
Communications  Enhancement  Center, 
Children's  Hospital,  Boston.  MA 
CAROL  TINGEY,  Ph.D.,  Parent, 
P.sychologiit,  Unhersityof  Utah 
Hospital.  Salt  Lake  City.  U I 
HAROLD  TURNER,  D.D.S., 

Associate  Professor,  Retired.  School  of 
Graduate  Dentistry.  Boston  University. 
Boston.  MA 
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Congenital  Hyperphosphatasia 

Our  daughter  has  been  diagnosed 
with  congenital  hyperphosphatasia,  a ' 
metabolic  bone  disorder.  She  is  also  ! 

I ; 

Seardi  and  Re^XHid  is  an  oppoitunity  for  our  readers 
I to  exchange  informaUonaix>ut  their  practical  experi  < 

I ences  meeting  the  everyday 

challenges  oflife  vvith  a child  or  ackdescent  with  a 
i disability.  We  ako  expect  parents  to  ask  appropriate  ’ 

I professionals. 

I Ffeaseindit^tevvhdher  the  letter  is  a search  or 

I lespons&Ifare^wnse,  be  sure  to  note  in  which 

j issue  the  original  Seaith  fetter  appeared.  All  respons-  | 

i es  are  forwarded  to  the  writetsofthe  Search  letters;  ; 

I some  are  published  Published  fetters  may  be  edited 

for  purposes  of  space  and  dar*.  V. 

Write  or  far  ! 

Search  or  Respond  ] 

j Exceptiotm!  Parent  ] 

I 209  Harvard  Street,  Suite  303 

'■  Brooldine,MAC2I46-500S 

; Fax  (617)  7308742  j 

i For  infoiroation  about  sp^fic  disabilities,  contact 

I the  National  Organization  for  Rare  Dlsottfers 

I (NORD),100Rt37,RO.BoxmNewFairfiekl,CT  ; 

I 06812,  (800)  999-N(Hm,  m 74&^18.  Also,  see  | 

I **Natio(raiResoun:esforSpedffe[)isabOit^  | 

J Conditions’"  in  Exceptional  Parents  1995 Resource  \ 

: Guide  (January  1995).  | 


non-verbal  and  has  severe  intellectual 
disabilities. 

When  she  was  younger,  she  broke 
her  legs  several  times,  including 
both  femur's.  Her  bones  are  becom- 
ing more  deformed  as  she  gets 
older.  She  can  still  walk,  however, 
we  recently  ordered  a wheelchair  to 
use  for  longer  distances.  She  com- 
municates her  basic  needs  with  ges- 
tures and  an  Introtalker  augmenta- 
tive communication  device. 

We  would  like  more  information  on 
this  disability.  She  can’t  tell  us  what 
bothers  her  joints  and  bones;  we 
would  like  to  hear  from  anyone  who 
could  tell  us  what  we  can  do  to  make 
her  more  comfortable. 

M.B.j  laiva 

Chromosome  Five  Deletion 

Our  1 1-year-old  daughter  has  a partial 
interstitial  deletion  of  the  long  arm  of  I 
the  fifth  chromosome.  She  is  mentally  | 
retarded  and  has  physical  disabilities.  | 


Pneumonia  is  a constant  threat 
because  she  cannot  move  around 
except  for  rolling.  We  want  to  shaie 
experiences  with  other  parents  of 
children  with  the  same  condition. 

B.B,y  Ohio 

Chromosomes  Two  and  Ten 

My  four-year-old  daughter  has  been 
diagnosed  with  a chromosome 
abnormality  involving  a duplication 
of  material  from  the  long  arm  of 
chromosome  2 and  a deletion  of 
material  from  the  short  arm  of  chro- 
mosome 10. 

My  daughter  has  low  muscle 
tone  and  delays  in  all  developmen- 
tal areas.  She  has  a kidney  reflux 
and  is  being  monitored  by  an  oph- 
thalmologist for  the  possibility  of 
strabismus.  We  would  like  to  hear 
from  other  parents  who  have  a 
child  with  a chromosomal  abnor- 
mality involving  these  two  chromo- 
somes. 

K.S.,  Oregon 


Superior  Quality  “ 

Community  Living 
Opportunities 


For  more  than  65  years.  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day  and  residential  programs  for  adults  with  mental  retardation.  Located  in  the  scenic  rural 
village  of  Troy.  Pennsylvania,  Martha  Lloyd  has  a unique  relationship  with  its  neighbors. 
Residents  are  valued  members  of  the  community  and  make  lull  use  of  its  resources. 

There  are  five  programs  for  women  (from  semi>independent  to  highly  structured)  including 
one  specifically  designed  for  mature  women.  A new  communlty-bMod  program  for  men 
Is  now  available. 


• Life  skills  and  vocational  training. 

• Employment  opportunities  at  Martha 
Lloyd  and  m the  Troy  community. 

e Easy  ac  ess  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 

• A caring  professional  staff  experienced 
m working  with  developmental 
disabilities. 


• Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 

• Unique  leisure  and  recreational  expe- 
riences in  a rural  community  setting. 

• Excellent  health  care  provided  by 
on-staft  health  professionals  and  a 
community  medical  center. 

• Annual  fees  among  the  lowest  in 
the  nation. 


MARTHA 

LLOYD 

COMMUNITY 

SERVICES 


For  Information  Call 

(717)  297-2185 

onmnie  MdflhaLloyitCornmxi^ 

190  West  Main  $1,  Troy.  PA  16947 
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Mathenv 

Fifty  Years  of  Innovation... 

Fifty  Years  of  Caring... 

The  Matheny  School  and  Hos- 
pital is  now  sharing  its  technol- 
ogy and  expertise  by  opening 
its  seating  clinic  to  the  public. 

Matheny  has  developed  an  in- 
novative approach  to  seating 
for  persons  with  developmen- 
tal disabilities  whic-^  provides 
optimum  comfort  and  support 
for  functional  activities. 

Matheny  is  a residential  and  day  facility  for  children  and  young 
adults  with  severe  physical  and  neurological  disabilities  provid- 
ing education,  on-site  medical  services,  a full  array  of  therapies 
and  a specialty  in  augmentative  communications.  For  more 
information,  please  contact  the  Public  Relations  Department  at 
(908)  234-001 1,  ext.  259  or  273. 

Matheny  School  and  Hospital 
J Main  Street 

Peapack)  New  Jersey  07977 

Robert  Schonhom,  President  CARF  Accredited 
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□ Cameror,  M.  C.  & Emerson  Capps— RAISING  OTHER 
PEOPLE’S  KIDS:  A Guide  for  Houseparents,  Foster 
Parents,  and  Direct  Care  Staff.  '95, 188  pp  (7  x 10). 

□ Morton-Yoiins,  lommie— AFTER-SCHOOL  AND  PAR- 
ENT EDUCATION  PROGRAMS  FOR  AT-RISK  YOUTH 
AND  THEIR  FAMILIES:  A Guide  to  Organizing  and 
Operating  a Community-Based  Center  for  Basic 
Educational  Skills  Reinforcement,  Homework  Assis- 
tance, Cultural  Enrichment,  and  a Parent  Involve- 
ment Focus.  '95,  148  pp.  (7  x 10),  1 il.  Cloth- 
$.17.95,  paper  — $22.95. 

□ Holley,  Shelby-A  PRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING  DISABILITIES.  '94,  308  pp.,  13  il.,  1 table, 
$61.95.  $34.95,  paper, 

□ Anderson,  Frances  E.-~ ART-CENTERED  EDUCA- 
TION  AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  284  pp.  {bV*  X VA),  100  il.,  14 
tables,  $44.95.  $29.95,  paper. 

□ Kass,  Corrine  E.  & Cleborne  D.  Maddux— A HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISABILI- 
TIES: From  Theory  to  Practice.  '93,  222  pp.  (7  x 
10),  3 il.,  $47,95.  $29.95.  paper. 

D Cirodano,  Gerard  — DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X 10),  85  il.,  26  tables,  $59.95.  P»per. 

□ Plumridge,  Diane  M„  Robin  Bennett,  Nuhad  Dinno 
& Cynthia  Branson-THE  STUDENT  WITH  A GE- 
NETIC  DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X 10),  32  il.,  8 tables, 
$75.95,  $39.95.  paper. 

□ lones,  Carroll  J.-CASE  STUDIES  OF  SEVERELY/ 
MULTIHANDICAPPED  STUDENTS.  '93,  174  pp.  (7 
X 10),  $38.95,  $24.95.  paper. 

□ Jones,  Carroll  j. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x 10), 
$39.95.  $24.95,  paper. 

□ Harley,  Randall  K„  Mila  B.  Truan  & LaRhea  D. 
Sanford -COMMUNICATION  SKILLS  FOR  VISU- 
ALLY IMPAIRED  LEARNERS.  '88,  356  PP  (614  x 
914),  41  il.,  $55  95.  $33.95,  paper. 

□ Rose,  Harriet  Wallace-SOMETHING’S  WRONG 
WITH  MY  CHILD!  A Straightforward  Presentation 
to  Help  Professionals  and  Parents  to  Better  Under- 
stand Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87,  210  pp. 

(7  X 10),  $37.95,  $22.95.  paper. 

□ Thompson,  Richard  H.  & Gene  Stanford -CHILD 

LIFE  IN  HOSPITALS:  Theory  and  Practice.  '81,  ^ 

286  pp.,  1 table,  $38.95,  spiral  (paper).  - 
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□ Hargis,  Charles  H. -CURRICULUM  BASED  ASSESS- 
MENT: A Primer.  (2nd  Ed.)  '95, 190  pp.  (7  x 10), 
paper.  $31.95. 

□ Love,  Harold  D.  & Freddie  W,  Litton— TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x 10),  8 il,,  23  tables, 
$51.95.  $30.95,  paper. 

D Vaughan,  C.  Edwin — THE  STRUGGLE  OF  BLIND 
PEOPLE  FOR  SELF-DETERMINATION:  The  Depen- 
dency-Rehabilitation Conflict;  Empowerment  In  the 
Blindness  Community.  '93,  256  pp.  (7  x 10),  3 il., 
$43,95,  $26.95,  paper. 

□ Koziol,  Leonard  F,,  Chris  E.  Stout  & Douglas  H, 
Ruben -HANDBOOK  OF  CHILDHOOD  IMPULSE 
DISORDERS  AND  ADHD:  Theory  and  Practice. 

'93,  252  pp.  (7  X 10),  2 il.,  18  tables,  $55.95. 

$33.95,  paper. 

□ Jones,  Carroll  J.-CASE  STUDIES  OF  MILDLY  HANDI- 
CAPPED  STUDENTS:  Learning  Disabled,  Mildly 
Mentally  Retarded,  and  Behavior  Disordered.  '92, 
236  pp.  (7  X 10),  $49.95,  $29.95.  paper. 

□ Jones  Carroll  J - ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Disordered.  '92,  294  pp. 

(7  X 10),  7 tables,  $52,95.  $31.95, paper. 

□ Trief,  Ellen -WORKING  WITH  VISUALLY  IMPAIRED 
YOUNG  STUDENTS:  A Curriculum  Guide  for 
Birth-3  Year  Olds.  '92,  230  pp.  (7  x 10),  3 il., 
$43.95.  $26.95.  paper. 

□ Fndeiy  lack  L.  & Virginia  N.  Hosier— ATTENTIONAL 
DEFICIT  DISORDER  IN  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X 10),  $51,95.  $30.95.  paper. 

□ Anderson,  Frances  E.— ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (614  x 914), 
113  il.,  19  tables,  $61.95.  $39.95.  paper. 

□ Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp.  (7  X 10),  6 il.,  22  tables, 
$54.95.  $32.95.  paper. 

□ Blanco,  Ralph  F.  & David  F.  Bogacki- PRESCRIP- 
TIONS FOR  CHILDREN  WITH  LEARNING  AND 
ADJUSTMENT  PROBLEMS:  A Consultant's  Desk 
Reference.  (3rd  Ed.)  '88,  264  pp.  (7  x 10),  $35.95. 
$t8.95,  paper. 

n Cunimin^s,  Rhodii  Woods  & Cleborno  D.  Maddux  - 

PARENTING  THE  LEARNING  DISABLED:  A Real- 
istic Approach.  '85,  144  pp.  (7  x 10),  $31.95. 
$f6.95,  paper. 

□ Tuttle,  Dean  W.- SELF-ESTEEM  AND  ADJUSTING 
WITH  BLINDNESS:  The  Process  of  Responding  to 
Life's  Demands.  '84,  336  PP-,  13  il.,  $46.95. 

$29.95,  paper. 
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Disability  Awareness  | 

in  Public  Schools  ; 

M.G.  (OcU)bi>r  1994)  has  a lO-year- 
old  sojif  Allan,  with  Asperger  syn- 
dixmie  (a  type  of'liigh-fumiioning''  , 

autis7n)  and  some  neuwm usadar  \ 

pwblnns.  fie  doer  well  in  regular  j 

science  a nd  social  studies  classes,  ; 

M.G.  wanted  to  hear  about  disabili-  j 
ty-a wareness  pwgiams  that  have  , 

been  used  successfully  in  public  | 

schools  to  teach  all  students  about  \ 

disabilities.  \ 

I just  want  to  add  my  comments  on  ; 
the  importance  of  disability  await*ness  ’ 

in  public  schools.  My  son  is  12  years  • 
old  and  lias  multiple  disabilities — | 

most  of  them  **invisible” — including  ! 

Tourette  syndrome  (TS)  and  obses-  i 

sive-compulsive  disorder  (OCD).  He  ; 

is  on  medication  for  the  TS,  but  has  | 
very  minor  motor  tics.  He  is  impul-  ! 
sive  and  has  compulsive  behaviors. 

All  in  all,  he  can  be  a ^difficult  kid," 


particularly  in  unstructured  situations  I 
like  recess  and  lunch.  | 

Before  he  started  at  a new  school  i 
this  fall,  I made  a point  of  meeting  his 
teacher  and  tlie  school  counselor.  I 
gave  them  a video  and  written 
materials  on  TS/OCD  and  a written 
narrative  on  how  all  this  information 
applied  to  my  son.  I explained  that  he 
needed  exlia  help  and  supervision. 

The  first  week  or  two  seemed  to  go  : 
well.  My  son  talked  about  all  the  new  i 
friends  he  had  made  and  how  much 
he  liked  ius  new  school.  Then  the  pre- 
dictable decline  began  as  his  behav- 
iors alienated  the  kids  in  his  class  , 

who  had  no  reason  to  tiy  to  imder-  ; 

stand  him,  since  they  did  not  know 
about  his  diagnoses. 

I could  see  my  son  becoming  j 

increasingly  tense,  and  I worried  that 
if  pushed  far  enough,  he  would  strike 
out  and  hurt  someone.  I went  to  tlie 
school  and  talked  with  the  principal.  I i 


told  him  what  was  happening  and 
gave  him  a short  videotape  on  TS  tliat 
could  be  shown  to  the  class.  My  part- 
ing comment  was  that  some  interven-  ] 
tion  needed  to  happen  soon  because  I j 
could  see  trouble  on  the  horizon.  I 

That  very  day,  my  son  and  some  j 

other  children  were  involved  in  a | 
mayor  fight  on  tlie  playground.  j 

Everyone  was  hauled  to  the  princi-  j 
pal’s  office,  crying  and  upset.  j 

Fortunately,  the  principal  had  been  j 
prepared,  and  after  settling  the  chil- 
dren down,  he  met  witli  the  school 
counselor,  classroom  teacher  and  my 
son  to  set  up  a class  meeting  for  the 
next  day.  In  that  meeting,  they 
planned  to  show  the  video  on  TS, 
allow  the  children  to  ask  questions  ; 
about  tlie  condition  (including  ques- 
tions directed  to  my  son  who  would 
be  supported  by  his  case  manager), 
and  have  the  childien  brainstorm 
ways  to  help  my  son  at  times  when 


In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  13335 
Telephone  (607)  965-8377 
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Special  Care 
for 

Special  People 


Progressive  education,  home  environment  for  the  mentally 
handicappedchildandadultOpportunityfor  educational  progress 
at  any  age— multiple  recreational  and  social  activities.  A year- 
round  program  with  an  active  and  full  lifestyle  among  friends  on 
a 750-acre  biuegrass  estate.  Est.  1893. 

Phone  502-875-4664/Fax  502-227-3013 
or  write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P.  Stewart,  M,D.,  Resident  Physician 
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Most  parents  of  bed  wetters  think  there 

IS  VERY  LITTLE  THEY  CAN  DO  TO  HELP. 


Some  3 million  children,  10%  of  all  kids  between 
5 and  10,  wet  the  bed  twice  a week  or  more.  If  your 
child  is  in  school,  chances  are  at  least  two  of  his 
classmates  are  in  the  same  leaky  boat.  No  child 
should  ever  feel  alone  with  this  problem.  But,  of 
course,  they  do. 

The  good  news:  More  is  known  than  ever  before 
that  can  help.  Once,  the  only  sure  cure  was  time. 
99.9%  of  our  children  leave  this  problem  in  the  dust 
as  they  grow.  And  now  there  are  some  new  ways 
to  give  time  a hand. 

THE  BEiST  BEGINNING 

For  starters,  pediatricians  know  a lot  more 
about  the  causes  of  “enuresis”  (that’s  the  official 
medical  name  for  it)  than  they  used  to. 

Doctors  today  deal  with  this  problem  all  the 
time.  They  have  new  techniques  and  sometimes 
medicines  that  can  help  manage  bed-wetting,  if  not 
eliminate  it  altogether. 

And  now  (finally!),  there  are  pants  you  can 
buy  that  can  make  a real  difference  at  your  house, 
every  night  and  every  morning.  Your  child  will 
still  wet.  He  can’t  help  it.  But  from  now  on,  that 
doesn’t  have  to  mean  he  has  to  wet  the  bed. 

TOMORROW  CAN  BE  DIFFERENT 

The  makers  of  Pull-Ups^  training  pants  have 
invented  the  first  and  only  disposable  underpants 
for  larger  children,  45  to  85+  pounds. 

Pull-Ups*  GoodNites'  disposable  absorbent 
underpants  eliminate  the  rubber  sheets  and  the 
laundry  and  much  of  the  stress  that  make  nighttime 
accidents  into  a bigger  deal  than  they  really  are, 
and  make  our  children  feel  small.  Smaller  than  they 
really  are. 

GoodNites  look  a lot  like  plain  white  under- 
pants, except  slightly  thicker.  They  come  in  two 
sizes  and  even  have  a label  in  the  back.  The  trim  fit 
helps  GoodNites  underpants  vanish  discreetly 
under  pajamas,  while  the  super  absorbent  middle 
is  ready,  just  in  case.  In  every  detail,  the  GoodNites 


people  have  done  everything  possible  to  make  these 
absorbent  underpants  respect  our  kids  like  the 
grown-ups  they  soon  will  be. 

THE  WAY  THINGS  SHOULD  BE 

If  yv'  ars  is  already  a GoodNites  family,  there’s 
some  good  news  for  you,  too.  GoodNites  are  now 
even  more  absorbent  than  before. 

If  GoodNites  underpants  are  new  to  you,  now  is 
the  time  to  try  them.  You  will  rejoice  that  you  did. 

GoodNites  are  not  a miracle,  but  there’s  noth- 
ing like  them.  They  help  families  keep  bed-wetting 
in  perspective.  They  help  make  dry  mornings,  in 
crisp  clean  sheets,  routine.  And  make  sleep-overs 
and  other  normal,  healthy  everyday  kid  things 
routine,  too.  The  way  they  should  be. 

THE  GOODNITES  GUIDES 

GoodNites  underpants  were  developed  with  the 
help  of  pediatricians  and  other  childhood  specialists. 
You’ll  find  much  of  their  good  advice  in  these  little 
booklets.  One  is  written  for  parents.  The  other  is  for 
your  child.  For  copies,  please  send  $ 1 for  postage 
and  handling  to:  GoodNites  Guides,  P.O.  Box  1165, 
Maple  Plain,  MN  55592. 


GoodNites' mean  Good  Mornings'' 
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How  Bo  libu  Answa*  Vdot  Ti^piioiie 
IfVOuHavoDilfiGidtioo?? 


This  Voice-AcHvated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  hands-FREE 
Speak  from  a distance 
Automatically  hang  up 


MorNowivCiloi 

1-800-847-8887 

Available  in  Black  or  Be,ge 


Clear  speaker  phone 
Dial  out  by  using  the  sip 
and  puff 

No  special  installation 


n 


TEMASEK 


TELEPHONE  INC, 

21  Aiipoit  Bbd.  «G.,  So.  Son  Fiaodsco.  CA  94080 
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WILLOWIMRFARNS 


An  active  organic  farming  and  artisan  community 
meeting  the  special  needs  of  men  and  women  with 
mental  retardation. 

At  Willow  River  we  offer. . . 


□ A family-based  home  environment  that 
incorporates  traditional  values 

□ A setting  that  fosters  personal  growth, 
independence,  and  self  respect 

□ Opportunities  for  productive  work  through 
individualized  programming 

□ A home  for  persons  age  21  and  older 


Contact: 

Jimmy  R.  Haskins, 
Ed.D.,  Director 
Willow  River  Farms 
P.O.Box  450 
San  Felipe,  TX  77473 


Operated  by: 
Center  for  the 
Retarded,  inc.  (CRI) 
Houston,  TX 
B.R.  (Bill)  Walker,  Ph.D. 
Executive  Director 


CALL 

o 
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(409)  885-41 21 
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he  seemed  to  be  ‘‘losing  it”  He  came  home  that  day  happi- 
er than  he  had  been  for  weeks.  He  seemed  relieved  about 
finally  getting  everything  into  the  open. 

The  next  day  was  no  dissqppointment  The  class 
watched  the  video  intently  and  had  many  questions  about 
TS — When  did  you  know  you  had  it;  can  other  people 
catch  it;  will  you  always  have  it?  They  also  had  many  good 
ideas  about  supporting  my  son — from  verbal  reminders  to 
him,  to  educating  kids  in  the  other  classes  about  TS. 

The  effects  of  that  day  have  been  remarkable.  My  son 
is  working  hard  in  school,  rarely  has  any  difficulty  with  his 
peers  and  goes  to  school  hs^pily  every  morning.  My  best 
reward  came  one  morning  soon  after  the  class  meeting.  As 
he  was  eating  breakfast,  he  turned  to  me  with  a big  smile 
and  said,  “Mom,  all  the  kids  in  my  class  play  with  me!” 

C.R.,  Oregon 


Loud  Noises  in  Public 

GM  &JM  (December  1994)  have  a six-year-old  daugh- 
t€Ty  Kaitlyn,  with  severe  intellectual  disabilities.  Rett 
syndrome  has  been  ruled  out,  and  Kaitlyn's  parents  do 
not  believe  she  is  o utistie.  KaiUyn  does  not  talk,  but 
makes  laud  noises  and  high-pitched  screams;  her  parents 
worry  about  how  these  noises  will  be  handled  when  she 
starts  kindergarten  next  year.  They  wanted  to  hear  from 
anyone  who  has  dealt  with  a child  who  has  similar  char- 
acteristics, and  were  especially  inteiested  in  suggestions 
forgetting  Kaitlyn's  noises  "'down  to  a 'reasonable  pitch'' 

I do  not  have  the  answer  to  your  question  but  our 
daughters  seem  similar  so  I decided  to  wTite.  My  six-year- 
old  daughter,  Katie  lynn,  also  has  severe  intellectual  dis- 
abilities. The  possibility  of  an  autism  diagnosis  has  come 
up  several  times.  Soon,  we  should  be  receiving  the  results 
of  a recent  autism  evaluation. 

like  your  daughter,  Katie  Lynn  is  completely  nonver- 
bal. When  she  is  ha^py  or  excited,  she  fla^s  her  arms  and 
utters  a high-pitched  scream.  Depending  on  the  situation — 
for  exan^le,  in  church  or  at  her  asbei^s  choir  perfonnances — 
this  behavior  can  be  embarrassing  for  the  family.  But  as 
odd  as  this  behavior  might  seem  to  the  general  public, 
these  screams  are  Katie’s  only  means  of  communication.  It 
is  her  way  of  expressing  pleasure, and  I will  not  discour- 
age this  behavior  just  so  she  can  fit  society’s  picture  of 
nonnality.  Katie  is  forced  to  modify  her  behavior  in  other 
areas;  we  have  decided  that  this  is  one  area  in  wliich  soci- 
ety will  have  to  make  the  adjustments.  In  situations  where 
her  utterances  are  disturbing  to  a group  of  people,  my  hus- 
band or  I will  take  her  out  of  the  room  until  she  is  calmer. 

Katie  has  received  services  in  public  schools  since 
she  was  one  year  old.  This  year,  for  the  first  time,  she 
has  been  mainstreamed  into  a regular  first  grade  class 
for  part  of  the  day.  We  have  visited  the  school  several 
times  to  discuss  problems  that  the  teachers  are  having 
with  her,  but  her  loud  vocalizations  have  never  been 
an  issue. 

D.T.,  Texas 


Nk:hotolle^,tO, 
shares  the  first  spin 
around  the  on  his 

new  bike  with  sister 
Bnlly,  5.  hfichptes,  a 
fifth-gmder  at  Byron 
Elementary  School  in 
Tualatin,  Orogon,  has 
cersbral  palsy 


*1t%  fer  you,  BgWesn-month-oW  Virt 
Lake  PSfk,  Minnesota  loves  *1a)ldng”  on  her  play  telepl^^ 
a imie  help  from  big  txother  and  best  buddy  Justi  Mom  Laura 
writes, ‘Tharte  for  the  opportunity  to  share  my  children  with 
others  who  understand  that  chikiren  are  beautiful  even  if  they 
naed  Sixtm  equipinent  or  their  eyes  CfOS& 


lhr«e^Bnd-«4talf-yeaivdld 


year,  stxxlfy  alter  Christmas.  **Ale)L”  w^ 

; myopMhyi^^  wheeling 

^ -erouTKl  in  his  wheelchair  and  snuggling  wtth  Mr, 

V cornmur)k:ated  fluently  using  sign  language  arx^ 

! Sadi  Society  preschool  near  his  home  In  Mobite^ 

^yabarna.  His  nx)m,  Bsvsriy,  letTwrnbers  Alex  as  “a  bright  ^ 
^-^  vliaMVGhBd  who  touched  ma^ 


Would  you  like  to  share  a favorrfe  csnd/d  snapshot  or  slkh  of  your 
child  and/or  family  with  other  readers  of  Exceptional  Parent?  Send  It  to: 
Readers’  Photos,  Exceptional  Parent,  209  Hansard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was 
taxon,  address  and  daytime  phone  number,  and  identify  everyone  In  the 
photo,  if  you  like,  you  can  also  write  a few  sentences  about  your  child. 
Then  took  for  a familiar  face  in  an  upcoming  issue! 
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Beautiful  Pocono  Mountain  Summer  Camp 

for  persons  with 
Developmental 
Disabilities. 
Reaeation,  Sports, 
Cultural  and 
Performing  Arts.  Well 
trained,  experienced  staff,  31st  year.  Sessions  from 
2 weeks  up.  Year  round  residential  services  for 
Prader-Willi  clients. 


Write  K^stone  Qty  Residence 
406  N.  Washington  Ave. 
Scranton,  PA  18503 

or  call  1-800-747-4988 


'"accredited"' 

CAMP 


® 

Anterican 

Camping 

^Msociatio^ 
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Our  software  can  help 
your  special  child! 

Laureate’s  award-winning  software  is  designed  by 
clinical  experts  to  meet  the  unique  needs  of  special 
infants  and  children.  Our  FREE  book,  Sequential 
Software  for  Language  Interventiony  tells  how 
Laureate’s  talking  programs  can  help  your  child 
build  critical  language  and  cognitive  skills. 


Call  today  for  your  FREE  copy 
of  Sequential  Software  for 
Language  Intervention, 


Call  for  a FREE 
catalog  and  book. 

1-800-562-6801 

^ Laureate 

1 10  Spring  Street 
Winooski,  VE  0^404 
1.802-655-475^ 
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EXCEPTIONAL  PARENTS 
TALK  ABOUT  M.O.V.E. 

“Sitting  and  lying  have  turned  to  standing  and 
walking — and  now  even  speaking.  All  skills  I 
was  told  Lauren  would  never  have.  Because  of 
the  M.O.V.E.  program,  Lauren  can  communicate 
with  others  in  ways  I thought 
were  not  possible.” 

Barbara  Ruben,  parent 
Canoga  Park,  California 

“It’s  changed  our  lives.  For  the 
first  time  in  four  years,  I have 
had  to  baby-proof  my  house. 

I am  thrilled!” 

Kim  Leonetti,  parent  ^ 

Los  Angeles,  California 


The  M.O.V.E.  curriculum  teaches  the  basic 
motor  skills  of  sitting,  standing,  and  walking. 
For  more  information,  contact: 


& 


0 Rifton  For  People  With  Disabilities 
^ PO  Box  901  • Rifton,  NY  12471 
800-374-3866 
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THE  WATER  WALKER 


* Improves  coordination, 
postural  control  and 
muscle  tone. 

* Provides  independence. 

* Secured  in  center  with 
belt  or  seat. 

* Trade-in  policy. 

* S,M,L 

* Covered  by  most 
insurance  companies. 


* Prone  or  supine  support. 

* Contour  lines  that  allow 
use  of  arms  and  legs. 

* Straps  to  secure  person 
on  float. 

* Pillow  for  head  support. 

* S,M,L 


AQUATIC  THERAPY  FLOAT 


Contact: 

AQUATIC  THERAPY 

1903  East  B Avenue 
Plainwell,  MI  49080 
(616)  349-9049 
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Moonbeams 

Creative  clotktigfor  ckldren 

Anncmclt^  the  JU^ltcr  Skit 
for  iifants  & ToMers  with  Gastrostomy  Tuks. 


This  design  In  100%  cotton  features  a decorative  jiatch  that  ojtens 
to  a^w  for  feedings.  $24  s/iort  sleeve  $28  Loig  sleeve 


other  adajillve  clothing  styles  avallaHe  Vj  custom  order; 
call  us  and  discuss  j/our  child's  tycclal  needs. 

Moonbeams  ty  carol 

2026  Murray  HlH  Road  clevelandoH  44106  216/721-4100 
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One  Day  at  a Time 

A family  learns  to  live 
with  epilepsy 

by  Katharine  Byers 

The  day  started  like  most  Saturdays  with  Clark 
jumping  into  our  bed  for  a brief  snuggle  before 
watching  “Bucky  O’Hare.”  It  ended  in  the  intensive 
care  unit  with  Clark  on  a ventilator,  physically  exhausted 
from  his  first  seizure  since  infancy.  Our  seven  years  as 
parents  had  not  prepared  us  for  the  change  this  event 
would  bring  to  our  lives. 

After  breakfast,  Clark  and  I had  set  off  on  errands — to 
the  library  for  new  books,  to  the  nursery  to  get 
marigolds  for  the  garden,  to  the  mall  to  find  a blue  dress 
shirt  for  Clark  to  wear  in  his  role  as  narrator  of  next 
week’s  kindergarten  production  of  “The  Three  Little 
Pigs.”  It  was  hectic  but  fun  as  we  discussed  upcoming  T- 
ball  games  and  school  activities  as  we  drove.  Back  at 
home,  Clark  seemed  quiet  and  subdued.  When  he  said  he 
was  not  hungry  for  dinner,  I knew  something  was  wrong. 
I felt  his  forehead.  He  was  burning  up  with  fever! 

After  a cool  bath  and  lyienol,  he  lay  down  for  a nap 

on  our  bed.  An  hour 
later,  his  fever  had 
come  down.  As  I 
turned  him  over  to 
carry  him  to  his  own  bed,  he  started  Jerking  violently 
first  on  his  right  side  and  then  his  whole  body.  I knew  it 
was  a seizure  and  shouted  to  Jim  to  call  911. 1 cradled 
Clark  as  the  jerking  continued.  His  head  and  eyes 
turned  to  the  side.  He  started  smacking  his  lips  and  his 
breathing  became  shallow.  I kept  talking  to  him,  “Clark, 
it’s  going  to  be  OK.  The  ambulance  is  coming.  Just  keep 
breathing.  Relax,  honey.  Relax.  It’s  OK.”  I’m  not  sure  if 
my  words  were  meant  to  reassure  him  or  me. 

A trip  to  the  ICU 

The  ambulance  seemed  to  take  forever,  and  Clark  was 
still  actively  seizing  when  the  EMTb  arrived.  Jim  and  I 
answered  their  questions  and  gave  a 
short  version  of  Clark’s  complicated 
medical  history — prematurity,  necrotizing 
enterocolitis  requiring  the  removal  of  a 
substantial  portion  of  his  intestines,  mild 
cerebral  pal^,  asthma  It  was  the  first  of 
several  times  that  evening  we  would 
recite  the  litany  of  his  medications  and 
mqjor  surgeries.  In  shoc*k,  we  reacted 
calmly,  automatically,  trying  to  help 
without  getting  in  the  way  of  the  EMTb. 


Clark,  10,  shows  off  the  whttefish  he  caught  at  Squanga  Lake 
during  a family  camping  trip  to  the  YUkon  last  summer. 


The  trip  to  the  hospital  in  the  ambulance  was  like 
being  under  water  in  slow  motion.  I kept  thinking  my 
watch  had  stopped  as  I glanced  at  it  every  minute.  Why 
was  it  taking  so  long  when  the  speedometer  said  we 
were  going  40  mph?  By  the  time  we  arrived,  Clark  had 
stopped  breathing  and  the  EMTb  were  puffing  air  into  his 
lungs.  After  we  recited  his  medical  history  for  the  emer- 
gency room  doctor,  Jim  and  I sat  on  the  couch  in  the 
waiting  room,  holding  hands. 

Turning  to  Jim,  I said,  “I  know  this  may  be  premature, 
but  I need  to  say  this:  Are  we  in 
agreement  about  no  heroic  measures?” 
“Yes,”  he  said  quietly  and  squeezed 
my  hand. 

The  social  worker  returned  with 
coffee,  and  we  talked  while  waiting  for 
the  medical  team  to  try  to  stop  Clark’s 
seizure  and  stabilize  his  condition. 
More  than  an  hour  later,  we  were 
allowed  to  see  him. 

Sedated  from  all  the  medication  it 


Gradually  we 

REALIZED  THAT  ClARK’S 
fiRST  SEIZURE  WAS  NOT 
AN  ISOLATED  EVENT, 
BUT  THE  BEGINNING  OF 
A NEW  CHALLENGE. 
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had  taken  to  stop  the  status 
epilepticus,  Clark  was  too 
exhausted  to  breathe  on  his  own. 

He  remained  on  a ventilator 
overnight  with  us  by  his  side.  We 
watched  anxiously,  alert  for  any 
indication  of  possible  brain 
damage  from  such  a prolonged 
seizure.  When  he  started  breathing 
on  his  own  and  asking  for  food, 
we  knew  he  was  better.  Several 
days  later,  he  came  home  with 
a diagnosis  of  an  atypical  febrile 
seizure  and  a prescription  for 
Depakote. 

A new  challenge 

Life  quickly  returned  to  normal.  There  were  no  more 
seizures  over  the  summer,  and  we  began  to  relax.  But  in 
the  fall,  Clark  started  having  seizures  again,  always  in 
the  mornings,  but  never  again  associated  with  a high 
fever.  There  were  more  calls  to  911  when  his  then- 
diagnosed  focal  seizures  generalized  and  impaired  his 
breathing.  There  were  more  hospital  stays,  changes  m 
medication,  EEGs  and  visits  to  the  neurologist. 

Gradually,  we  realized  that  Clark’s  first  seizure  was  not  an 
isolated  event,  but  the  beginning  of  a new  challenge.  Clark 


had  a seizure  disorder,  and  epilep^ 
does  not  go  away.  It  took  a while 
for  us  to  be  able  to  say  “epilepsy’' 
out  loud,  with  the  conviction  to 
fight  the  stigma  still  attached  to 
this  disability. 

“Seizures  stink  like 
poo-poo!” 

Nothing  in  my  professional 
career  as  a social  worker  or  in 
my  work  with  parents  of 
children  with  developmental 
disabilities  had  prepared  me  to 
live  with  epilepsy.  Nothing  in 
our  previous  experience  with 
Clark  had  prepared  us  for  the  anxiety  of  constantly 
being  on  alert.  We  had  survived  his  premature  birth 
and  the  worries  of  his  first  critical  illness  when  he  was 
given  a 40/60  chance  of  survival.  We  had  dealt  with 
tube  feedings  when  he  lost  his  suck  reflex.  We  had 
achusted  to  mist  treatments  to  keep  his  asthma  under 
control.  We  had  become  accustomed  to  at  least  one 
hospitalization  a year  and  frequent  visits  to  the 
pediatrician  during  the  cold  winter  months.  We  had 
gotten  used  to  ongoing  physical  and  occupational 
therapy  to  coimter  the  effects  of  his  mild  cerebral  palsy. 


' V.' 


Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe’s  leading  line  of  specialized 
tjioycies,  tricycles  and  tandems 
liiow  available  in  North  America. 
StM  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
I^arking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 
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The  Baby  Jogget® 

Mobility  and  comfort  combine  for 
both  parent  and  child!  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Safa,  atabla,  andorsad  by  padlatriciant. 
20  ©1990  RSI 


CIrcIa  • 63 


Now  we  had  a new  label,  a new  medical  specialty, 
new  tests  and  new  medicines  to  leam  about.  I knew  1 
would  like  Clark’s  first  neurologist  when  he  wore  a 
Mickey  Mouse  T-shirt  at  our  first  meeting  in  the  hospital, 
^rhe  book  he  reconmiended  provided  helpful  information 
but  also  added  to  our  anxiety  when  we  learned  that 
controlling  seizures  was  more  trial  and  error  than 
exact  science.  Learning  that  Clark’s  seizures  might  get 
worse  before  they  got  better  made  us  feel  we  were  on 
an  out-of-control  roller  coaster.  Learning  that  children 
who  have  seizures  often  have  learning  problems  was 
devastating. 

We  were  angry,  confused  and  worried,  and  when  we 
took  the  time  to  listen,  so  was  Clark.  During  one  early 
visit  to  the  neurologist,  he  said  angrily,  “Seizures  stink 
like  poo-poo!”  and  the  doctor  agreed.  Clark  understood 
more  than  we  first  gave  him  credit  for;  we  have  since 
learned  to  talk  to  each  other  about  our  feelings.  Only  if 
we  accept  the  anger  and  lack  of  control  we  sometimes 
feel,  can  we  move  to  exert  what  control  we  can. 

One  day  at  a time 

As  a family,  we  are  learning  to  live  with  epilepsy.  It  has 
been  five  years  since  Clark’s  first  frightening  seizure, 
and  he  has  been  seizure-free  for  more  than  two  years. 
Still,  school  personnel,  parents  of  friends  and  Clark  all 
know  what  to  do  in  case  a seizure  begins.  Clark  reminds  us 


when  it  is  time  to  take  bus  Dilantin,  and  we  make  sure  he 
gets  enough  rest 

We  have  learned  not  to  let  the  possibility  of  seizures 
define  our  lives  or  Clai'k’s.  We  are  cautious,  but  allow 
him  to  participate  in  noi  mal  10-year-old  activities — 
Boys’  Club  basketball,  sleepovers,  swimming  in  the 
pool.  We  took  a loiig-anticipated  camping  trip  to  the 
Yukon  last  summer. 

Clark  is  not  an  “epileptic;”  he  is  a young  man  who  has 
seizures.  He  has  successfully  confix»nted  situations  man>' 
adults  have  never  had  to  face.  Though  mature  beyond  his 
years  in  many  ways,  we  are  determined  that  seizures  will  not 
rob  him  of  as  normal  a childhood  as  possible.  We  are 
learning  to  live  one  day  at  a time,  to  er\joy  each  day  fully 
and  completely,  and  to  stop  putting  impoitant  family 
activities  off  because  we  can  never  predict  with  certainty 
what  tomorrow  will  bring.  BP 

Kathayi.yie  Byers  lives  in  Bloomington,  Indiana 
with  10-year-old  Clark,  and  Jim,  her  husband  of 
25  years.  Kathy  has  administrative  and  teachi ng 
respo'asibilities  in  the  undergraduate  social  work 
progy'am  at  the  Indiana  University  School  of  Social 
Work.  She  is  active  in  the  Natioyial  Associatioyi  of 
Social  Workey's  and  sey^es  on  the  Advisory  Board 
of  the  Institute  for  the  Study  of  Developmental 
Disabilities. 


COTTING  SCHOOL 

"Congratulations.  You've  Just  Found 
a Place  for  Your  Child  to  Thrive.  ” 


Cotting  School  is  a 766-approved  day  school  in  Lexington, 
Mass,  serving  children  and  young  adults,  ages  3-22,  with  a 
variety  of  physical,  medical,  and  learning  challenges. 

Cotting’s  program  features:  physical,  occupational  and 
communication  therapies  • art,  music  and  drama  classes 
• prevocational  and  off-campus  internship  programs  • 
basketball  and  track  & field  teams-and  more-all  under  one 
roof!  We  give  your  child  every  opportunity  to  succeed. 

At  Cotting  School,  your  child  will  be  nurtured 
and  stimulated,  not  set  apart. 

For  more  information  or  a tour,  call  Bob  Driscoll,  Director 
O >t  Admissions,  at  (617)  862-7323.  ^ 
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Save  up  to  60%  on  Disposable  Diapers 
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To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  cotnpletc  catalog  including  GoodNites, 
Depend.  Attends.  At  Ease.  Comfort  Dn\  Ultra  Shield. 
Dri  Pride.  Pnmiise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  1 1558 
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Mobility — ^“The  devil  is  in  the  details 


The  purchase  of  mobility  equip- 
ment  for  a family  member  with 
a disability  is  sometimes  com- 
pared to  the  purchase  of  an 
automobile.  This  comparison  is  not 
particularly  helpful  because  of  the  vast 
differences  in  industry  economics, 
available  choices  and  the  degree  to 
which  the  consumer  is  dependent  on 
the  product  for  day-to-day  life. 

A car  buyer  can  choose  to  purchase 
an  automobile  from  one  of  many  com- 
panies offering  a variety  of  products 
at  a wide  range  of  prices.  It  is  relative- 
ly easy  to  become  informed — a great 
deal  of  information  is  readily  avail- 
able from  both  automobile  manufac- 
turers and  independent  sources.  A car 
buyer  also  has  some  choices  about 
how  to  pay  for  the  purchase.  Or  if  the 
consumer  doesn't  want  to  buy  a car, 
leasing  is  an  option.  Some  consumers 
may  decide  that  a used  car  is 
sufficient  for  their  needs.  Or,  particu- 
larly in  urban  areas,  a consumer  can 


decide  to  forego  automobile  owner- 
ship and  make  use  of  public  trans- 
portation. 

The  consumer  with  a disability  who 
needs  mobility  products  (wheelchairs, 
lifts,  vans  and  ramps)  does  not  have 
the  same  kinds  of  choices.  To  begin 
with,  he  or  she  cannot  decide  to  go 
without  mobility  equipment.  Even 
though  public  transportation  options 
for  people  with  disabilities  are 
expanding,  the  individual  still  needs 
at  least  one  wheelchair,  stroller  or 
scooter.  While  there  are  many  wheel- 
chair choices  for  the  consumer,  there 
are  few  financial  options.  Usually,  a 
new  wheelchair  is  purchased  by  the 
consumer  or  a third  party.  The  con- 
sumer rarely  has  the  opportunity  to 
purchase  a used  wheelchair,  to  lease  a 
new  or  used  product  or  to  finance  a 
purchase  over  time.  And,  unlike  auto- 
mobiles, wheelchairs  are  rarely  resold 
and  cannot  be  “traded  in”  on  a new 
one.  Finally,  in  terms  of  actual  dollars. 


the  price  of  a new  powered  wheel- 
chair or  scooter  for  an  individual  with 
a disability  may  exceed  the  price  of 
an  automobile  that  transports  an 
entire  family. 

These  factors  and  others  lead  to 
a complex  relationship  between 
consumers,  manufacturers  and  retail 
distributoi*s  of  mobility  products.  To 
most  consumers,  prices  seem  too 
high.  At  the  same  time,  many  manu- 
facturers ?md  retailers  struggle  for 
financial  survival. 

Manufacturers 

I have  met  many  manufacturers  of 
mobility  products  since  Exceptional 
Parent  began  in  1971.  When  a parent 
of  a child  who  needed  a wheelchair 
explained  the  need  for  consumers  like 
himself  to  have  access  to  advertise- 
ments and  other  information  about 
products,  the  magazine  began  to 
actively  solicit  product  advertising. 
Over  the  years,  we  have  learned  the 


"Hop  On!" 

Our  daughter,  Stephanie,  was  diagnosed 
with  Werdnig-Hoffman  disease  at  1 6 
months  of  age.  This  neuromuscular  disease 
weakens  her  arms,  legs  and  torso,  severely 
impairing  her  mobility. 

Stephanie  is  a very  bright  child.  We  felt  that 
independent  mobility  and  socialization  were 
very  important.  With  the  help  of  her  physical 
therapist,  we  pursued  a motorized  wheelchair. 

When  Stephanie  was  21  months  old,  one  of 
her  doctors  told  us  that  she  was  too  young  to 
operate  a motorized  chair.  Using  a "loaner"  chair, 
Stephanie  showed  her  how  easy  it  was.  We  were  also  told 
that  the  insurance  would  never  approve  it.  Well,  it  took  a 
while,  but  she  received  her  wheelchair  when  she  was  two 
years  old. 

Stephanie  is  four  years  old  now.  The  last  two  years  have 
been  wonderful  for  all  of  us.  We  enjoy  seeing  St^hariie 
explore  her  environment  and  test  her  boundaries.  She  is 
able  to  participate  in  activities  with  her  typical  peers.  She 
likes  to  tell  the  neighborhood  kids  to  "hop  on"  the  back  of 
her  chair  for  a cmise  up  and  down  the  block. 

There  have  been  some  drawbacks.  For  example,  we 


now  have  less  control  over  her.  When  she  is 
in  a defiant  mood,  she  "runs  away"  from  us. 

One  time  when  we  picked  her  up  from 
preschool;  her  teacher  told  us  that  Stephanie 
got  a time-out  for  running  over  a teacher.  The 
teacher  had  leaned  over  to  tie  her  shoe  and 
Stephanie  couldn't  resist  the  target. 

Last  year,  Stephanie  went  trick-or-treating  in 
"wet"  weather  and  short<ircuited  her  wheel- 
chair. She  "shorted"  her  chair  again,  by  going 
through  the  sprinkler  at  the  private  preschool 
she  attends.  It  has  all  been  worth  it  though,  to 
see  her  interact  with  other  children.  We  wanted 
her  to  be  just  like  her  peers  without  disabilities,  and  she  is. 

Last  May,  Stephanie  was  the  flower  girl  in  her  aunt's 
wedding.  She  drove  down  the  isle  proudly  and  partici- 
pated in  the  entire  ceremony.  She  did  such  a good  job 
that  she  has  been  asked  to  be  the  flower  girl  in 
another  wedding  next  August. 

Even  though  we  realize  Stephanie  will  always  have 
some  limitations,  we  want  to  help  her  develop  a sense 
of  independence  and  the  knowl^ge  that  she  can 
continue  to  be  successful  at  her  own  rate. 

— Sharon  Royster 
Hudson,  Ohio 
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value  of  responsible  advertising  to 
parents  and  professionals. 

Most  of  the  manufacturer  I have 
met  became  interested  in  this  field  as 
the  result  of  a personal  or  family 
need.  Often  starting  on  a kitchen 
table,  or  in  a basement  or  garage,  indi- 
viduals slowly  created  businesses. 
With  talent,  creativity  and  dedication, 


some  individuals  have  built  successful 
businesses;  a few  have  built  largo  cor- 
porate enterprises.  It  is  not  my  inten- 
tion to  glamorize  individuals  or  com- 
panies or  apologize  for  the  cost  of 
products.  Rather,  I want  readers  to 
know  that  most  of  the  manufacturers 
I have  met  over  the  years  are  respon- 
sible, caring  people  who  want  to 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple. ..the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  ari  now  in  use,  and  we  have  received  some  amazing  crash  stories.  One 
grateful  father  in  Louisiana  sent  a picture  of  his  badly  crumpled  van  and  said, 
"My  4-year-old  son  escaped  without  a scratch,  did.  not  even  break  his  glasses." 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a wonderful  car 
seat!  I really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  ^ 1991,  we  were 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely," 

Our  years  of  real  world 
experience  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it’s  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 


Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 


The  Columbia  Car  Seat  is  your  best  value! 

• The  LIGHTEST  special  car  seat-easy  to  handle! 

• Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

• EXCEEDS  all  Federal  safety  standards! 

• Approved  for  car,  school  bus  and  even  airplane  travel! 

• Fils  your  choice  of  4 stroller  bases! 


MI^iVlCAl/  . 


.'.(•800)  454-6612  • 

• l)ept  t l P,Qv(5<)\  633 

C'.A  0027^ 


improve  people’s  lives.  At  the  same 
time,  these  individuals  also  want  to 
make  a living. 

Consumer  input 

In  preparing  this  issue,  we  invited  com- 
ments fix)m  manufacturers  about  how 
users,  parents  ar  d professionals  can 
make  their  idev  j and  opinions  known  to 
product  manufacturers.  Manufacturers 
told  us  they  welcome  input  because  they 
need  to  know  whether  they  are  meeting 
customers*  needs  and  want  help  in 
improving  and  refining  products. 
However,  manufacturers  reminded  us 
that  new  product  development  is  a slow 
and  costly  process  and  that  “the  devil  is 
in  the  details."  A wonderful  idea  may 
take  a long  time  to  be  transformed  into  a 
viable  product 

Some  manufacturers  send  out  ques- 
tionnaires, hold  focus  groups  and  solicit 
feedback  at  meetings  of  professionals 
and  con^^^mers.  All  asked  me  to  convey 
to  our  readers  that  they  welcome  ideas 
and  suggestions.  In  fact,  most  suggested 
that  top  management  individuals  within 
these  companies  were  eager  to  hear' 
feedback  directly  from  parents  and  pro- 
fessionals. 

Rehabilitation  engineering  centers  at 
universities  and  hospitals  can  also  play 
a role  in  product  development.  Parents 
and  professionals  can  discuss  ideas  and 
questions  with  exj^rts  in  these  set- 
tings. We  received  a number  of  exam- 
ples of  this  process  and  have  included 
one  in  this  issue  (See  “Kyle’s  New 
Bike,"  page  38).  When  there  seems  to 
be  a sufficient  market,  the  products 
developed  at  these  centers  may 
become  commerciaUy  available. 

One  of  our  goals  in  this  issue  is  to 
explain  the  different  roles  of  the  individ- 
uals involved  in  mobility  decisions  so 
consumeis  and  professionals  can  be 
well-informed  as  tliey  consider  possible 
choices.  At  the  same  time,  we  hi^ve  illus- 
trated the  complexity  of  the  process  and 
the  need  for  comprehensive  assessment 
of  a user’s  needs  befom  decisions  are 
made.  The  proc^ess  is  not  tm  easy  one, 
and  it  cannot  be  “simplified.” 

-5.D.A. 

233 


Clrd««1$1 


ERJC  EXCEPTIOMAl  PARENT  / MARCH  1996 


Obtaining  Specialized  Equipment 

Who's  who  in  the  process 

by  Adrienne  Falk  Bergen 


There  is  an  evergrowing 

amount  of  specialized  equip- 
ment available  for  children 
with  special  needs.  The  chal- 
lenge lies  in  selecting  the  most  appro- 
priate product.  How  do  you  choose 
the  right  piece(s)?  Wlio  can  help  the 
family  through  the  maze? 

The  process  of  obtaining  specialized 
equipment  always  begins  the  same 
way — ^someone  notices  that  a problem 
exists.  It  may  be  a child  who  is  uncom- 
fortable or  sits  poorly,  or  equipment 
that  no  longer  meets  the  child's  needs. 
If  a caregiver,  family  member  or 
teacher  is  the  first  to  recognize  a 
problem,  they  should  report  it  to  the 


child’s  primary  thersq>ist  If  the  family 
is  not  aware  of  the  problem,  they 
should  be  notified  first  For  a child 
who  is  not  receiving  ongoing  therapy, 
the  problem  should  be  reported  to  the 
person  or  facility  that  manages  the 
child’s  equ^ment  needs. 

If  the  child’s  primary  thersq>ist 
receives  a report  of  a problem,  he 
or  she  can  usually  decide  if  it  can  be 
solved  cfiTvsite  with  sinq)le  adjustments 
using  available  tools.  If  not,  the  therapist 
may  call  a team  meeting,  approach  the 
equipment  supplier  for  suggestioris 
or  refer  the  child  to  the  medical 
clinic  that  manages  his  or  her 
equipment  needs. 


Even  if  the  therapist  refers  the  child 
to  anotlrer  site,  it  is  important  that  he 
or  she  be  involved  in  the  assessment 
process  so  the  recommended  equip- 
ment is  £q>propriate  for  reinforcing 
the  child’s  therapy  goals.  The  child’s 
primary  therapist  and  the  child’s  family 
are  the  experts  on  the  child’s  daily  life 
and  his  or  her  living  and  learning 
environments.  The  person  doing  the 
assessment  may  see  the  child  in  an 
unfamiliar  setting  for  a relatively  brief 
visit.  Involving  the  child’s  family  and 
primary  ther£q>ist(s)  in  the  assessment 
process  may  take  extra  time,  but 
using  input  from  varied  sources  leads 
to  a better  result. 

cov  tinned  on  page  26 


A Black  Tie  Affair 

When  Todd  was  1 3,  he  celebrated  the  arrival  of  his 
new  chair  by  renting  a tuxedo— without  even 
telling  us — ^to  wear  on  his  first  day  using  the  chair.  He 
was  so  proud.  He  wanted  to  show  it  to  the  world  and 
esp^ially  to  all  his  friends  at  the  Summit  Mali  in  Akron, 
Ohio,  where  his  dad  owns  a tobacco  store. 

Since  Todd  was  10,  his  dad  has  been  letting  him  roam 

the  mall.  He  began  by  visit- 
ing the  store  next  to  his 
dad's.  He  gradually  made 
his  way  around  the  whole 
mall.  He  has  friends  every- 
where who  watch  out  for 
him,  so  potential  dangers 
have  been  minimized. 

Todd  even  bought  a pop- 
corn machine  and  earns 
spending  money  by  selling 
popcorn  and  running 
errarjds,  such  as  delivering 
lunch  to  clerks  stuck  in 
their  stores  all  day. 

While  Todd,  now  16, 
has  multiple  disabilities 
due  to  a grade  IV  intra- 
ventricular hemorrhage 
shortly  after  birth,  he  is 


o 


Todd  Carson,  than  13,  rented  a 
tuxedo  to  caMxate  the  antval  of 
hie  new  wheelchair. 


very  aware  and  extremely  verbal.  He  enjoys  dis- 
cussing sports  statistics  with  the  guys  at  the  tobacco 
shop.  After  getting  to  know  Todd,  people  see  past  the 
wheelchair  and  discover  the  unique  person. 

Todd's  wheelchair  has  allowed  him  to  enjoy  base- 
ball games,  basketball  games  and  wrestling  tourna- 
■ ments.  He  has  "danced"  all  night  at  a sorority-spon- 
sored dance  marathon  at  the  mall  to  earn  money  for 
charity.  He  makes  "dates"  with  special  friends  and 
takes  them  out  to  lunch  at  the  mall  with  money 
earned  from  his  popcorn  sales.  He  has  participated  in 
the  Special  Olympics  and  won  first  place  for  Frisbee 
throw  and  wheelchair  slalom. 

The  wheelchair  lets  Todd  be  one  of  the  kids  on  the 
block,  riding  up  and  down  the  street  or  pulling  his  lit- 
tle brother  in  his  wagon.  He  has  felt  useful  by  hauling 
branches  when  the  family  does  yard  work.  He  has 
taken  off  by  himself  down  a rugged  path  in  northern 
Canada  where  we  go  camping — ^with  me  watching 
over  him  by  jumping  behind  trees. 

Todd's  wheelchair  has  given  him  an  incredible 
sense  of  independence.  To  someone  who  must  depend 
on  people  for  every  other  need,  such  as  feeding,  dress- 
ing and  toileting,  having  one  area  of  your  life  where 
you're  in  control  means  the  world.  No  wonder  Todd's 
last  words  every  night  are  "Did  you  plug  in  my  chair?" 

— Jean  Carson 
Clinton,  Ohio 
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CO u t i II  ucd  from  page  25 

Who’s  who? 

It  is  important  for  everyone  to  understand  the  roles  of  the  var- 
ious people  involved  in  the  problem-identification,  assessment 
and  equipment-provision  process.  This  will  help  each  team 
member  know  where  to  go  for  the  information  they  need 
along  the  way.  The  sidebars  to  this  article,  "Our  Child  Needs  a 
Bath  Chair”  and  “Our  Child  Needs  a Wheelchair  and  Seating 
System”  illustrate  how  parents  and  professionals  work  togeth- 
er to  purchase  mobility  equipment 

• User:  The  person  who  actually  uses  the  equipment. 

• Family:  Parents,  grandparents,  siblings,  legal  guardian 
and/or  significant  others  who  are  directly  related  to  the 
user  of  the  equipment. 

• Caregivers:  Family  members,  friends,  nurses,  aides  or 
paraprofessionals  who  give  direct  care  to  the  user  in  any 
environment. 

• Teachers:  Educators  involved  with  the  user. 

• Treating  therapist(s):  Physical  therapist,  occupational 
therapist  or  speech  pathologist  who  assesses  the  needs  of  the 
user,  formulates  goals  and  provides  or  prescribes  treatment 
interventions  to  meet  those  goals.  Therapists  may  work  with 
the  user  at  school,  at  home  or  in  a clinic. 


Robbie  Shauer  (center)  tries  out  a 
seating  system  surrounded  by  team 
members  (from  !eft)  physical  therapist 
Linda  CImino,  Robbie's  mom,  occu- 
pational therapist  Stephanie  Welson 
and  rehabilitation  technology  supplier 
Faith  Safter,  P.T. 


The  treating  therapist  may 
not  know  enough  about  the 
various  types  of  currently  avail- 
able equipment  to  make  a recommendation.  In  this  case, 
the  therapist  may  refer  the  child  to  another  qualified  pro- 
fessional for  actual  recommendations.  The  treating  thera- 
pist must  collaborate  with  the  assistive  technology  assess- 
ment team  to  ensure  they  have  accurate  and  up-to-date 
information  about  the  user,  including  past  history,  present 
goals  and  problems,  and  the  reason  for  the  referral.  Some 
treating  therapists  have  additional  expertise  in  the  area  of 
specialized  equipment,  and  can  also  serve  as  the  child’s 
assistive  technology  practitioner  (see  below). 

• Assistive  technology  practitioner  (ATP):  Sometimes 
called  an  adaptive  equipment  specialist,  the  ATP  is 
usually  a physical  or  occupational  therapist  who  special- 
izes in  assessing  clients  for  specialized  equipment  and 
can  assist  the  treating  therapist  in  meeting  treatment 
goals  through  the  use  of  adaptive  equipment.  In  most 
areas,  these  professionals  can  be  found  in  wheelchair 
clinics  or  schools  for  children  who  are  technology- 
dependent. 
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Meeting  the  future  needs  of  a son  or  daughter  with  a 
disability  is  a challenging  task,  but  one  you  can  manage  with 
the  help  of  an  EPPD  Life  Planner.  EPPD  professionals  are  at 
work  now  helping  families  like  yours  throughout  the 
country.  Let  us  show  you  how  to  help  secure  your  family 
member’s  future.  Return  this  free  postcard  or  call  today  to 
arrange  a no-obligation  appointment  with  an  EPPD  Life 
Planner  near  you. 

Available  this  spring,  the  new  1995  edition  of  Planning  For 
The  Future,  the  widely  acclaimed  authoritative  book  on  life 
and  estate  planning  for  families  who  have  a child  with  a 
'O  ' .ility  Also  available,  the  new,  easy  ^ ^ - Life  Planrung 
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Workbook  to  assist  families  in  the  planning  process.  To 
orde^  call  800-247-6553.  ($24.95  per  book  plus  $3.50  each 
shipping.) 


m 


ESTATE  PLANNING  FOR 
PERSONS  WITH  DISABILIHES 

A Division  of  Protective  Life  Insurance  Company 

800-448-1071 

Richard  W.  Fee,  Executive  Director 

National  Office;  1200  Corporate  Drive,  Suite  330,  Birmingham,  Alabama  35242 


The  ATP  is  a resource  for  the  child, 
the  family  and  the  treating  therapist  He 
or  she  also  acts  as  team  coordinator — 
arranging  for  assessment  visits  and  prod- 
uct trials,  preparing  supportive  documeiv 
tation,  ensuring  that  recommendations 
reach  the  prefer  physidan(s)  and  mak- 
ing sure  that  all  materials  needed  for 
hmding  submissions  are  completed  in  a 
timely  fashioa  As  coordinator,  the  ATP 
facilitates  all  interactions  with  the  rehar 
bilitation  technology  supplier,  arranges 
for  fittings  and  deliveries,  and  follows  up 


on  any  problems  that  arise  during  the 
process. 

• Rehabilitation  technology 
supplier  (RTS):  Formerly  called  an 
equipment  dealer  or  vendor,  sometimes 
still  called  a durable  medical  equipment 
supplier,  this  person  works  for  a local 
company  that  supplies  durable  (Le.,  not 
disposable)  medical  equ^ment  The 
RTS  has  special  expertise  and  experi- 
ence to  assist  the  clinical  team  in  the 
hands-on  assessment  process  and  is 
knowledgeable  about  the  types  of  com- 


mercially-available equipment  The  RTS 
will  also  be  knowledgeable  about  possi- 
ble custom  (individualized) 
modifications  to  existing  equipment,  cre- 
ating certain  types  of  equipment  from 
raw  materials  (called  fabrication). 

The  RTS  can  provide  information 
on  prices  and  funding.  He  or  she 
should  offer  the  team  a menu  of 
choices  for  discussion,  provide  equipH 
ment  for  product  trials  and  be  avail- 
able for  assessments,  interim  fittings 
and  delivery.  The  RTS  usually  works 
for  a company  that  can  provide  sup- 
port services  (i.e.,  repairs  and  mainte- 
nance) to  users. 

• Manufacturer:  The  manufacturer 
is  the  company  that  actually  makes 
the  piece  of  equipment. 

Maniifacturers  must  follow  strict  regu- 
lations develc^)ed  and  enforced  by  the 
Food  and  Drug  Administration  (FDA). 
Some  rehabilitation  technology  suppli- 
ers create  seating  systems  “in  house,” 
but  are  rightfully  termed  “fabricators,” 
not  “manufacturers.”  Some  manufactur- 
ers sell  directly  to  consumers,  but  most 
require  that  the  consumer  make 
purchases  through  a rehabilitation 
technology  supplier.  This  allows  the 
manufacturer  to  be  sure  the  equipment 
is  being  supplied  appropriately,  and 
that  the  consumer  will  have  a local 
soui'ce  for  service  and  repairs. 

• Manufacturer’s  representative: 
This  person  may  work  directly  for  a 
manufacturer  or  be  an  independent 
representative  for  several  manufacturers. 
“Reps”  usually  serve  a specific  geo- 
graphic “territory”  and  work  directly 
with  rehabilitation  technology  suppli- 
ers in  their  territory — ^providing  equip- 
ment for  trials,  giving  presentations 
about  the  use  of  their  equipment  and 
troubleshooting  when  problems  arise 
with  the  manufacturer  or  when  a con- 
sumer has  a special  need. 

Tlie  representative  has  a vested 
interest  in  the  products  they  repre- 
sent. Their  incomes  are  based  on  the 
amount  of  equipment  ordered  from 
the  company  they  represent  through 
the  rehabilitation  technology  suppli- 
i'TS  in  their  territory.  Representatives 
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Our  Child  Needs  a Bath  Chair 

rhe  TREATING  THERAPIST  speoks  to  the  FAMiur  to  discuss  their 
goals  for  this  piece  of  equipment.  The  therapist  mag  do  a 
home  visit  to  determine  the  type  of  equipment  that  might  work 
bestfor  the  USER  in  her  homo  environment 

Option#! 

The  family  plans  to  pay  for  the  bath  chair  initial^.  The  case  manager  at 
their  health  insurance  company  tells  them  they  niay.sUbinit  for  reim- 
bursement firom  the  company-r-fAe  payer— eiber  the  fact  The  treating 
therapist  and  the  family  look  through  catalogs  from  various  distribu- 
tors and  some  manufacturers  who  sell  direct  They  choose  an  ^pro- 
priate  chair  and  place  an  order.  The  chair  is  shipped  to  file  family  firom 
the  distributor  or  manvifaeturer.  The  family  Uierapisi  read  the 
instructions  and  learn  to  use  the  equipment  property.  If  any  problems 
arise  with  the  chair,  the  family  will  have  to  deal  directly  with  the  dis- 
tributor/manufacturer. 

OptxkiIS 

The  treating  therapist  calls  an  RTS  who  helps  the  therapist  and  the 
family  select  a product.  The  RTS  rhay  obtain  bath  chairs  for  the 
child  to  try  from  the  Manufacturer  or  ^e  local  manufacturer’s  repre- 
sentative. The  RTS  provides  a price  qdote  and  submits  it  to  the  payer 
for  prior  authorization.  When  the  eqiiipment  arrives,  the  RTS,  or  some- 
one from  his  or  her  company,  \rill  assemble  it,  dehver  it  and  demon- 
strate its  use.  K any  problems  arise  with  the  chair,  the  RTS  will  deal  with 
the  manufacturer  on  the  family’s  behalf. 

Option  #3 

The  treating  therapist,  who  is  not  familiar  with  the  full  range  of  avail- 
able bath  equipment,  contacts  an  ATP  who  works  at  the  equipment  clin- 
ic where  the  child’s  previous  equipment  needs  have  been  evaluated.  The 
therapist  and  ATP  discuss  the  child’s  needs  and  ther^y  goals  and,  with 
the  family,  select  an  sqppropriate  chair.  The  famUy  can  then  order  the 
chair  from  a distributor  (See  Option  #1)  or  through  an  RTS  (See  Option 
#2).  To  facilitate  funding  of  this  purchase,  the  ATP  can  assist  with 
processing  insurance  forms  and  can  provide  a letter  of  medical  neces- 
sity for  the  payer. 
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EMCeiLITY 


P R O G 'R  A’  M^ 


Maintain  your 
daily  independence  through  the  General  Motors 
Mobility  Program  for  Persons  with  Disabilities. 

It  starts  with  a toll-free  call  to  our  GM  Mobility 
Assistance  Center.  We'll  identify  your  local  driver 
assessment  centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle  modi- 
fications and  suggest 
which  GM  cars  and 
light-duty  trucks  might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 
Qualified  customers  can  finance  the  cost  of  the 

(Reimbursement  for  leased  vehicle  adaptation  available  only 
upon  lessor's  approval  to  adapt  vehicle.) 


vehicle  and  any  modifications  through  GMAC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 
life.  Call  us  today.  Or  contact  your  Chevrolet, 
Pontiac,  Oldsmobile,  Buick,  Cadillac  or  GMC 

Truck  dealer  and  find 
out  how  the  General 
Motors  Mobility  Program 
can  help  make  every 
day  Independence  Day 
for  you. 

CaU  toU-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

Reimbursement  of  adaptation  costs,  up  to  $1000 

Financing  available  through  GMAC 

Information  on  driver  assessment  centers  and 
adaptive  equipment  installers 

Free  resource  video,  ''On  The  Move  Again" 

24-hour  Roadside  Assistance 


General  Motors 

t.*  ^ ^ 


ingsouices,  iiwlwiing  private  insurimce  i^Me^ckiid 
The  private  insurance  conq)any  has  a list,  iof  {ueierred 
providers,  but  these  providers  are  all  hcrnnieinedical  equ^ 
ment  suppliers,  ntare  of  'Hiiich  have  an  RTS  cn  sta&l  . 

The  insurance  company’s  case  manager  gives  thejim- 
Uy  permission  to  seek  a supplier  outside  of  their  r^ular 
network-The  asks  the  treating  therapist  if  the 

child  might  be  a good  candidate  for  a power  wheelchair. 
The  calls  the  dip  and  discusses  the  issue.  The 


, After  obtaining  aU  the  rie^  about . 

the  child^j  abiUti^  and  gbsds  and^t^^  in 

which  the  chair  wiU  be  used,  the  4TP  makes  arrange- 
ments with  the  as^gned’RTS'  or  a hiantifeudurer's  rep- 
resentative to  have  a pow^  chair  dieted  to  the  child’s 
school  foo:  a product  trial  Qtute  a product  decision  is 
made,  the  ATP  facilitates  its  purch^  and  funding  as 
described  in  Option  #3  in  the  bath  chair  exaitqiile. 


The  Pediatric 

Chair*Man  MiniStander 
From  Permobil 

The  Benefits  Are 
Nimreious 

Front  Wheel  L>ive  Aid 
The  Fact  That  You  Can 
Stand  Up  Are  Just  Two  Of 
Many 

But  Then  A^ain, 

We  Were  Never 
Famous  For  Making 
Compromises 


(800)  736  0925 


continued  from  page  28 

may  not  know  about  or  suggest  prod- 
ucts from  other  manufacturers,  even  if 
they  might  be  more  suitable  for  an  indi- 
vidual user. 

• Distributon  This  person  gathers 
equipment  manufactured  by  many 
different  companies  and  offers  it  for 
sale.  They  may  also  manufacture  some 
equipment  Distributors  usually  can  pro 
vide  a catalog.  Consumers  may  buy 
directly  fitom  the  distributors  or  go 
throu^  their  local  RTS.  The  RTS  may 
charge  a higher  price  for  the  same  equip- 
ment to  cover  the  costs  for  obtaining  it 
from  the  manufacturer. 

• Payen  The  payer  is  the  source  for 
funding  for  the  equipment— usually  a 
private  health  insurance  carrier  or 
Medicaid  (which  can  be  used  only  after 
other  available  funding  sources  have 
been  exhausted  or  if  a child  has  no  other 
health  insurance). 

Some  insurance  carriers  have  “pre- 
ferred providers.”  To  receive  full  reim- 
bursement, consuTi\ers  with  this  type  of 
coverage  must  obtain  equipment  from  a 
specific  provider  on  the  insurance  com- 
pany’s list  However,  most  insurance 
companies  will  make  exceptions  if  listed 
companies  cannot  provide  the  type  of 
equipment  being  prescribed,  EP 

AdrvermeFalkBerget}^  P.T.  has  been  a 
physical  therapist  far  25  years.  She 
ruarked  far  15  years  at  Ely  thedale 
ChUcben's  Hospital  in  Valhalla^  New 
Yaric.  Far  the  last  10  years,  she  has 
worked  as  a rehaMitation  technology 
supplier  with  Dgnarnic  Medical 
Equipment  in  Westbury,  Neiv  York. 
Adrienne  is  a past  chairperson  of  the 
National  Registry  of  Rehabilitotion 
J}xhnology  Suppliers  (NRRJS).  She  lives 
in  Valhalla^  New  York  uith  her  sans, 
David  and  Justin^  and  husband,  Barry. 


Permobil  Inc.  6 B GUI  Street  Woburn.  MA  OlSOl 
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Finding  a Rehabilitation  Technology  Supplier 


Many  rehabilitation  technology  suppliers  are  skilled  in 
providing  specialized  wheelchairs,  walkers  and 
other  mobility  devices  for  children  and  young  adults  with 
disabilities.  But  how  can  parents  avoid  those  few  suppliers 
who  are  incompetent  or  downright  unethical? 

Your  child's  doctors  or  therapists  may  refer  you  to  a 
qualified  rehabilitation  technology  supplier.  Parents  of 
children  who  use  similar  equipment  can  be  another 
excellent  resource.  Local  disability  service  organiza- 
tions may  also  be  able  to  make  suggestions. 

Professional  organizations  can  also  make  referrals: 

• The  National  Registry  of  Rehabilitation  Technology 
Suppliers  (NRRTS)  is  a nationwide  organization  of  more 
than  250  members.  Members  must  have  demonstrated 
competence  through  experience  and  education.  They  are 
also  required  to  sign  a code  of  ethical  conduct  and  obtain 
recommendations  from  local  health  care  professionals. 
NRFrrS,  3223  South  Loop  289,  Ste  600.  LutJbock,  TX  79423, 
(806)  797-7299  (voice),  (806)  797-4820  (fax). 

• The  MED  Group  is  a nationwide  network  of  indepen- 
dently-owned-and-operated  rehabilitation  and  home 
medical  equipment  retailers  and  repair  centers.  The  MED 
group  certifies  technicians  who  repair  wheelchairs. 

The  MED  Group,  3223  South  Loop  289,  Ste  600,  Lubbock, 
TX  79423,  (800)  477-6272  (voice),  (806)  793-6480  (fax). 


• RESNA  is  a professional  organization  supporting  the 
use  and  development  of  assistive  technology. 

Currently,  RESNA  is  forming  a quality  assurance 
prograrp  for  rehabilitation  engineers  and  other 
professionals. 

RESNA,  1700  N Moore  St,  Ste  1540,  Arlington,  VA  22209, 
(703)  524-6686  (voice),  (703)  524-6639  (TTY), 

(703)  524-6630  (fax). 

• National  Association  of  Medical  Equipment  Services 
(NAMES)  represents  more  tlian  2,000  home  medical 
equipment  and  rehabilitation  technology  suppliers. 
NAMES,  625  Slaters  Ln,  Alexandria,  VA  22314-1176, 

(703)  836-6263  (voice),  (703)  836-6730  (fax). 

• The  Joint  Commission  on  Accreditation 

of  Health  Care  Organizations  develops  standards 
and  accredits  organizations  in  all  areas  of  health  care. 
Joint  Commission  on  Accreditation  of  Health  Care 
Organizations,  One  Renaissance  Blvd,  Oakbrook,  IL 
60181,  (708)  916-5800  (voice). 

— Dan  Lipka 

Dan  Lipka,  M.Ed.,  is  a iicensed  occupationai 
therapist  and  an  adaptive  seating  and  mobiiity 
speciaiist  with  Miner’s  Adaptive  Technoiogies  in 
Akron,  Ohio.  He  is  the  vice  president  of  NRRTS. 


Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

• Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

• Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked! 

Can  operate  while  in  water! 

• Multi-directional! 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

• Battery  operated  & no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 
Barrier  Free  LiftSf  Inc. 

P.O.  Box  4163  • Manassas,  VA  221 10 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 
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Powered  Mobility? 

Making  an  informed  decision 

by  Phil  Reppert 


Parents  frequently  ask  whether  or 
not  to  introduce  a powered 
wheelchair  to  their  child.  The 
question  is  phrased  in  many 
different  ways:  Will  my  child  still  want 
to  walk  if  she  receives  a powered 
wheelchair?  Will  my  child’s  arms 
become  weaker  if  he  uses  a powered 
wheelchair  instead  of  pushing  a manual 
wheelchair?  Will  my  child  become  lazy? 
Is  my  child  too  young? 

A child’s  therapist  or  physician  may 
express  a strong  opinion  for  or  against 
powered  mobility.  Many  times,  two 
thers^ists  will  have  opposing  opinions. 

There  is  no  single  “right”  answer  to  a 
parent’s  question  about  powered  mobil- 
ity. Each  child  is  different.  Each  family 
is  different.  Each  home,  community, 
school  and  job  is  different  However,  by 
developing  mobility  goals  and  a plan  of 
action  with  a child’s  therapists,  the  fam- 
ily can  make  a more  informed  decision 
based  on  their  needs  and  values. 

Sonia^s  story 

Sonia  Quyano,  16,  is  a hi^  school  student 
with  cerebral  palsy.  She  began  receiv- 
ing ongoing  ther2q>eutic  services  at  age 
five.  Each  year,  her  therapists  estab- 
lished goals  for  her  to  push  her  manual 
wheelchair  and  walk  with  bracing.  But 
at  age  13,  Sonia  still  did  not  have  a use- 
ful form  of  mobility  that  allowed  her  to 
keep  up  with  her  peers. 

At  that  time,  her  therapists  decided 
to  spend  six  months  documenting 
Sonia’s  ability  to  use  three  forms  of 
mobility — walking,  manual  wheelchair 
pushing  and  powered  mobility.  The  goal 
was  to  discover  the  form  of  mobility 
that  would  allow  Sonia  to  move  at  the 
same  sf^eed  and  for  the  same  distances 
as  her  peers. 

After  testing  her  standing  and  walk- 
ing ability,  it  was  detennined  that  walk- 
hig  would  not  meet  her  daily  mobility 
needs.  Standing  and  walking  remained 
a part  of  her  therapeutic  program  in 


EXCtPTIOHUl  PHREHT  / MARCH  1995 


Sonia  Quijano,  16,  received  her  first  powered 
wheelchair  when  she  was  1 3. 


order  to  facilitate  her  ability  to  transfer 
(for  example,  from  chair  to  toilet)  and 
possibly  walk  with  assistance  for  short 
distances. 

At  the  time  of  her  evaluation,  Sonia 
had  the  ability  to  push  her  manual 
wheelchair  slowly.  When  she  attempted 
to  propel  her  wheelchair  quickly,  she 
could  maintain  the  speed  for  only  a 
short  distance.  Sonia’s  therEq>ists  estab- 
lished as  a goal  that  she  would  improve 
her  ability  to  push  her  manual  wheel- 
chair, increasing  speed  and  distance, 
moving  up  and  down  ramps  and 
maneuvering  the  chair  in  tight  spaces. 
Therapists  encouraged  Sonia  and  her 
classroom  staff  to  let  Sonia  push  the 
chair  independently. 

Sonia’s  ther^ists  measured  speed 
and  distance  before  and  at  the  end  of 
the  six-month  period.  There  were  small 
improvements  in  her  ability  to  push  the 
manual  wheelchair  faster  over  longer 
distances.  However,  she  was  still  being 
pushed  by  otliers,  particularly  when  she 
had  to  be  somewhere  within  a specific 

241 


time  period.  Sonia  continued  to  lag  far 
behind  her  classmates  when  moving  to 
different  locations  within  the  school. 

After  the  manual  wheelchair  training 
period,  Sonia  was  introduced  to  a 
Joystick-controlled  power  wheelchair. 
Within  a few  days  she  was  fully  inde- 
pendent Using  a j&action  of  the  energy 
required  to  push  her  manual  wheel- 
chair, Sonia  was  able  to  go  anywhere  in 
the  school.  Her  heart  rate  was 
significantly  lower  than  when  she  was 
pushing  her  manual  wheelchair.  'liming 
the  speed  at  which  she  traveled  specific 
distances  within  the  school,  her  thera- 
pists found  the  powered  wheelchair  to 
be  about  three  and  a half  times  faster 
than  her  manual  chair.  In  the  powered 
chair,  Sonia  sought  out  and  initiated 
social  contacts,  rather  than  sitting  pas- 
sively in  the  same  place. 

After  these  trial  periods,  Sonia  and 
her  mother  agreed  with  the  therapists 
that  a powered  chair  was  the  only  way 
for  her  to  move  at  the  same  speed  and 
distance  as  her  peers.  Her  therapists 
used  their  documented  observations  of 
Sonia’s  increased  independent  mobility, 
along  with  issues  of  safety,  greater 
vocational  choice  and  less  caregiver 
supervision  and  responsibility,  to  gain 
iq)proval  for  the  prescription  and  fund- 
ing of  Sonia’s  new  powered  chair. 

An  informed  decision 

Here  are  suggestions  for  parents  to 
make  an  informed  decision  about 
powered  mobility  with  their  child’s 
therapists  and  other  team  members: 

• Develop  mobility  goals  and  a plan  of 
action  with  your  child's  thetupists. 
Along  with  your  child,  list  daily  activi- 
ties that  are  hnportant  for  your  child  to 
perform  at  home,  at  school  and  in  the 
community.  Home  goals  may  be  to  trav- 
el independently  several  city  blocks  to  a 
local  playground  or  grocery  store,  or  to 
move  around  the  backyard  while  play- 
ing with  siblings. 

Go  to  your  child’s  school  and 
observe  the  daily  activities  your  child 
participates  in  with  peers.  A school  goal 
may  bt  for  the  child  to  move  indepen- 
dently at  the  same  speed  and  for  the 
same  distances  as  classmates  during  all 
school  activities. 


Together  with  yoiu*  child  and  team 
members,  develop  a plan  of  action  to 
determine  the  method(s)  of  mobility 
that  may  allow  your  child  to  meet  these 
goals.  Should  an  intense  period  of  phys- 
ical therapy  concentrate  on  a child’s 
walking  ability?  Should  an  effort  be 
made  to  develop  the  child’s  pushing 
skills  in  a manual  wheelchair?  Should 
the  child  immediately  begin  training 
with  a powered  wheelchair?  Should  he 
or  she  develop  walking  skills  for  short 
distances  and  learn  to  use  a powered 
wheelchair  for  activities  that  involve 
traveling  longer  distances? 

Whatever  the  plan  of  action,  set  time 
limits  with  therapists  to  assess  whether 
or  not  your  child  is  developing  tlie 
skills  required  to  meet  the  mobility 
goals.  If  a child  is  not  benefiting  from 
the  current  plan  of  action,  valuable 


time  can  be  lost. 

• Have  your  child  try  a paivered 
wheelchair.  Have  your  therapist  help 
you  and  your  child  obtain  a powered 
wheelchair  for  trial  use.  Many  times, 
tlie  advantages  and  disadvantages  of  a 
powered  wheelchair  are  not  recog- 
nized until  the  child  actually  tries  the 
device.  Having  a child  try  using  a pow- 
ered wheelchair  in  lus  natural  environ- 
ment— such  as  school — can  provide 
parents,  ther^ists  and  educators  with 
valuable  information  about  his  ability 
to  use  the  chair  safely  and  responsibly. 

• Make  your  therapists  accountable 
for  the  information  they  aie  provid- 
ing to  you.  Your  thers^ist  may  have  a 
very  strong  opinion  about  whether  or 
not  your  child  should  use  a powered 
wheelchair.  A therapist  may  suggest 
that  if  a child  begins  to  use  a motorized 


wheelchair,  he  will  lose  all  desire  to 
walk.  Likewise,  another  ther^ist  may 
indicate  that  if  a child  can  move 
independently  in  a powered  wheel- 
chair, his  desire  to  move  and  walk  will 
increase.  Ask  therapists  to  provide  you 
with  documented  cases  or  research 
that  supports  their  opinions. 

• Talk  to  other  parents  and  children 
who  have  dealt  with  the  same  ques- 
tions about  pcnveied  mobility. 
Sometimes,  the  best  resource  is  other 
parents.  Ask  your  tlier£q)ist  to  put  you 
in  touch  with  other  parents  who  have 
dealt  with  similar  questions  and  deci- 
sions. EP 

Phil  Reppeit  is  a physical  therapist 
working  with  childien  and  young 
adults  in  the  New  York  City  public 
schools. 


A Larger  View  of  the  World 


Our  nine-year-old  son  Danny  was  born  prematurely 
with  complications  arising  from  a group  B strep 
infection.  Oxygen  deprivation  resulted  in  permanent 
brain  damage  that  left  him  unable  to  walk  independently 
unable  to  sit  for  long  periods  and  only  able  to  use  his  right 
arm  and  hand  for  functional  tasks.  He  has  some  visual- 
perceptual  difficulty  but  above-average  intelligence. 

When  Danny  was  three,  we  began  to  notice  that  his  lack 
of  independent  mobility  was  adversely  affecting  his  develop- 
ment b^ause  he  was  not  able  to  see  and  experience  the 
world  like  a child  who  is  mobile.  His  view  was  from  his 
highchair  or  the  floor. 

Although  Dann/s  occupational  thera- 
pist recommended  a power  wheelchair, 
we  were  reluctant  b^ause  we  felt  he 
could  make  progress  with  a walker. 

We  wanted  to  "force"  him  to  go  as  far 
as  he  could,  hoping  he  would  become 
a "walker." 

We  agonized  over  this  decision,  but 
finally  ordered  his  first  chair — on  his 
fourth  birthday — based  on  three  factors. 

First,  Danny  was  getting  bigger  and 
more  difficult  to  handle  at  home  and  at 
the  regular  nursery  school  he  was 
attending.  Second,  we  wanted  to  make 
sure  he  developed  at  an  appropriate 


Danny  won  the  **Most  Patriotic  HoaV*  award 
at  a neighborhood  Fourth  of  July  parade 

laatyear. 


rate.  Third,  his  physical  therapist  told  us  that  "sometimes  it 
is  better  to  have  a happy  wheelchair  user  than  an 
unhappy  walker." 

Now  a third-grader,  Danny  has  been  in  a regular  class 
at  our  neighborhood  school  since  kindergarten,  except 
for  first  grade,  where  he  was  placed  in  a self-contained 
learning  disabilities  class  where  he  made  little  progress. 
He  is  now  pulled  out  of  class  for  physical  and 
occupational  therapy  sessions  and  receives  individual 
and  small-group  tutoring  in  reading  and  math. 

Being  in  the  regular  class  has  been  a very  positive 
experience  for  Danny,  his  teachers  and  the  other 

children.  We  have  seen  him  grow  in 
independence,  class  participation 
and  maturity.  And  he  has  lots  of 
friends  without  disabilities  from 
school,  church  and  our  neighbor- 
hood. He  loves  to  play  cops  and 
robbers  at  recess  and  is  able  to  keep 
up  with  the  other  kids  in  his  power 
wheelchair. 

Safety  was  a big  concern  for  us.  But 
we  feel  comfortable  letting  him  zoom 
around  the  neighborhood  with  his  seven- 
year-old  sister.  He  can  even  use  his  chair 
to  explore  the  woods  behind  our  home. 

Dann/s  full  inclusion  in  the  commu- 
nity would  have  been  difficult  without 
independent  power  mobility. 

— Dan  and  Margie  Wright 
Hudson,  Ohio 
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Controls  for  Power  Wheelchairs 

Choosing  the  most  appropriate  control 


by  Peggy  Barker 

ower  mobility  can  be  considered  for  many  children 
even  if  they  cannot  use  a hand-controlled  joystick. 
A child’s  physicd  abilities  can  be  matched  to  the 
characteristics  of  available  controls  (See  sidebar 
“Control  Options  for  Power  Wheelchairs,”  page  36).  Before 
beginning  this  process,  it  is  important  that  the  child  is 
securely  and  comfortably  positioned.  (See  “Proper  Seating 
and  Positioning,”  February  1995). 

Once  positioned,  the  child  should  be  able  to  work  with  each 
potentially  useful  control,  with  supervision,  until  the  evaluator 
determines  whether  that  control  is  effective.  Proportional  con- 
trols should  be  considered  first  because  they  provide  fine  con- 
trol. Switch  arrays  should  be  considered  next  A single  switch 
with  scanning  should  be  considered  as  a last  resort;  scanning 
systems  require  extra  time  because  the  user  must  wait  for  all 
possible  activation  choices  to  be  scanned  before  he  or  she  can 
choose  a function. 

For  many  children,  a two-  or  three-hour  trial  will  not  be 


sufficient.  It  may  require  several  weeks  to  become  accus- 
tomed to  operating  the  control  while  the  chair  is  moving.  A 
rental  program  that  includes  power  wheelchairs  of  different 
sizes,  with  various  positioning  components  and  a variety  of 
control  options,  can  be  used  to  give  a child  more  time  to 
practice  with  the  control  and  to  experience  power  mobility. 
The  rental  program  should  give  the  child  two  weeks  to  three 
months  to  work  with  the  equipment  A rental  can  also  allow 
the  child’s  family  and  teachers  to  evaluate  the  chair  at 
school  and  home.  A follow-up  evaluation  is  needed  to 
determine  whether  the  child  can  learn  to  operate  the  power 
mobility  system  safely,  and  if  so,  to  justify  its  purchase  for 
funding  agencies. 

A child’s  ability  to  use  a power  wheelchair  should 
continue  to  be  re-evaluated  on  a regular  basis.  As  children 
grow  and  mature,  their  physical  control  and  potential  to 
safely  and  effectively  operate  a power  wheelchair  usually 
improves.  EP 
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he/ve  headed  safaris  in  their  neighborhood^^. 


park,  and  pondered  the  panthers  and  pythonSr^ 
then  probed  along  the  surface  of  Mars  in  their  trusty:; 
all-terrain  vehicles.  They've  recovered  the  last  of  the 
golden  keys  while  their  computer  proclaims  them 
heirs  to  the  realm.  Kki  Power^  Is  for  kids  making 
tracks.  A child's  tool,  like  a child's  toy  must  be  durable 
and  adaptable,  allowing  them  the  freedom  and  ran^ . 
to  explore  their  environment  creatively  and  indep^ 
dandy.  Kid  Power^  is  tough  and  raKaUa  with  a 
unique  styling  that  ac^Mf*  to  Y^ur  €Mld%  changing 
needs.  IGd  Power^  is  easy  to  program,  wim 
controls,  ecceesiMe  battery  boxes,  controlled  tricking. 


a rugged  steel  frem#  and  a host  of  options  that  allow 


kids  to  assert  their  individuality  and  liiaetyle. 
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Express 

Medical  Supply,  Inc. 


♦UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  * Hollister  • Interned 
Mentor  • MMG  • Sherwood 
Sierra  • Urocare  • United 

♦INCONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦WHEELCHAIR 

CUSHIONS 

Roho • Jay 

♦SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦ FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


Call  for  a Free  Catalog 

800-633-2139 
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Control  Options  for 
Power  Wheelchairs 

• PrQpoitioiial  controls  (used 
for  incremental  control  of  direc- 
tion and  speed)  include  hand-, 
head-  or  foot-controlled  joy- 
sticks, or 

“short- 
throw”  joy- 
sticks that 
require  less 
movement  to 
reach  the 
chaifsmaxi- 
mum^peed 

• Non-pro- 
portional controls  (used  to  just 
tumafimction,  like  direction  or  a 
certain  ^peed,  on  or  off)  include 
contact  switches  activated  by  a 
press  or  a touch,  proximity 
switches  activated  by  the  usef  s 
physical  closeness,  puff-sip 
switches  or  a single  switch  with 
scanning  of  all  directions  that 
may  be  used  to  activate  all  the 
functions  of  the  chair. 


Proportionaihead- 
conbclQd  Joystick. 


«l:Contact 
switoheGran 
airay  of  three 
else  switches  on 
an  aefuBtaUe  nwxalling  bracks 
#2:  Scanning  anay.  an  anay  of  scanni^ 
li(^  is  used  to  select  the  dvBctic^ 
vvheekhak  wi  nxm.  A single  switch 
used  to  slop  the  scanning  at  the  choeen 
function.  #3:  Pioxiniity 
switchee  Imbedded  in  a headrest  are 
activated  by  the  user  mo^  his  or  her 
heed  doeer  to  the  headrest 


The  New  LeisTech 
Positioning  Chair! 

Tired  of  the 
institutional  looking 
positioning  chair? 

Take  a look  at  this 
finely  crafted  piece 
of  furniture. 


The  LeisTech  chair  correctly 
and  comfortably  positions 


the  involved  child  for  both 
classroom  and  home  activi- 
ties. Allows  for  years  of 
groAvth  and  is  easy  to  adjust. 
Available  with  a tilt  in  space 
option,  and  custom  modifi- 
cations to  meet  the  needs  of 
each  child. 


Pegffy  Bailee}]  M.5.,  is  a lehabUitatian 
engineer  uwicing  as  an  independent 
consultant.  She  premously  teas  ttie 
conimunimtion/contivl  sei*vke  chief  at 
I^jckaid  ChildreiVs  Hospital,  Staytfemi 
Rehabilitation  Engineering  Center  in 
Palo  Alto,  California. 
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Adaptive  Design  Labs,  Inc. 

15  Standish  Ave. 

West  Orange,  NJ  07052 
Phone  (201)  7364443 
Fax  (201)  736-3673 
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The  Art  of  Manual 
Wheelchair  Maintenance 


Like  changing  the  oil  in  your 
car,  manual  wheelchair 
maintenance  can  be  relatively 
easy  and  inexpensive.  Poor 
wheelchair  maintenance  can  lead  to 
expensive  repairs,  discomfort  and  a 
loss  of  function. 

In  many  cases,  older  children  can 
learn  to  be  responsible  for  their 
chairs  by  doing  routine  chair  care  and 
scheduling  professional  maintenance 
appointments. 

Keeping  the  wheelchair  as  clean  as 
possible  is  probably  the  easiest  and 
most  effective  way  to  prevent 
wheelchair  breakdown.  Routine  caure 
includes: 


by  Mary  Angelico 

• Wiping  down  spills  as  soon  as  possible. 

• Cleaning  out  cracks  pnd  crevices 
where  cnimbs  and  dust  collect. 

• Washing  and  air  drying  cushion 
covers,  on  a weekly  basis  if  necessary. 

The  following  are  guidelines  for 
maintenance  to  be  done  every  two 
months.  This  schedule  may  vary 
depending  on  ways  the  wheelchair  is 
used.  Develop  the  best  maintenance 
schedule  for  your  needs  with  your  reha- 
bilitation technology  supplier  (RTS). 

Seating  system 

If  yotu*  cushion  is  made  j&om  Naugahyde, 
which  is  not  100  percent  waterproof,  it 
can  be  wiped  down  with  a sponge  and 


warm,  soapy  water  (using 

a mild  dish  detergent)  and  then  dried 

immediately. 

If  your  cushion  has  a removable 
cover  made  from  nylon  or  lycra, 
follow  the  manufacturer’s  washing 
instructions  precisely,  or  wash  the 
cover  using  Woolite  and  cold  water; 
then  hang  it  to  dry.  With  the  cover 
removed,  wipe  the  cushion  with  a 
damp  rag  without  soap. 

If  your  cushion’s  cover  is  not 
removable,  you  can  clean  it  with  warm, 
soapy  water  and  a soft-bristled  brush. 
Use  as  little  water  as  possible,  and  soak 
up  excess  water  with  a dry  cloth.  Air 
dry  or  use  a cool  blow  dryer  only.  Once 

continued  on  page  W 


Kyle's  New  Bike 


Even  though  Kyle  Romano  lost  both 
arms  and  both  legs  to  amput  ion 
before  the  age  of  two,  he  never  lost  his 
enthusiasm  for  life  and  his  desire  for 
independence.  His  family  made  sure 
of  that. 

Surgeons  amputated  his  arms  above 
the  elbows  and  took  two  thirds  of  both 
legs  because  a rare  disease,  meningococ- 
cemia,  damaged  his  circulation,  caused 
gangrene,  and  almost  took  his  life. 

Now  an  energetic  seven-year-old,  Kyle 
gets  around  school  in  his  power  chair, 
rides  horses  and  has  been  involved  in 
Little  League  baseball.  But  there  was  one 
thing  the  Tampa,  Florida  native  always 
wanted  to  do  but  never  could — ride  a 

bicycle  with  his  friends.  

"I've  wanted  it  since  I was  four,"  Kyle  says. 

He  got  his  wish  recerrtiy  when  11  mechanical  engi- 
neering students  at  the  University  of  South  Florida  (USF) 
presented  him  with  a specially-designed  tricycle  he  can 
power  and  steer  on  his  own. 

The  tricycle,  with  two  wheels  in  front  ar  d one  in  the 
back,  was  designed  and  built  by  the  USF  students  as  a 
class  project.  It  took  eight  months  to  complete. 

Kyle  uses  the  stub  of  his  right  arm  to  steer  the 


Kyte  Romano  trlM  out  his  new 
bike.  With  him  are  younger 
brother  Kent  and  parents 
Kris  and  David. 


vehicle  and  the  stub  of  his  left  arm  to 
shift  and  brake.  He  powers  his  bike  by 
pushing  his  chest  forward  against  a 
padded  bar  and  then  back.  Both 
motions  make  the  bik^;  move. 

"We  created  a drive  arrangement 
where  you  convert  the  rocking  motion 
into  a forward  rotation  of  the  rear 
wheel,"  USF  professor  Stuart  Wilkinson 
explains,  "it's  unique." 

USF  student  Brian  Corces,  who 
, worked  on  the  project,  will  work  with 
Kyle  as  part  of  an  independent  study 
program  to  make  any  adjustments  to 
the  bike,  that  is,  if  Kyle  stays  off  it  long 
enough.  According  to  his  mother,  Kris, 
the  energetic  boy  rides  it  almost  every 
day  with  his  friends. 

"His  friends  think  it's  great  that  he 
can  power  it  himself,"  she  says.  "They 
help  him  when  he  gets  into  jams. 
They're  very  sujjportive." 

She  also  has  noticed  a change  in  his  self-esteem 
and  spirit. 

"He  has  a new  feeling  of  independence,"  she  said. "Our 
only  trouble  is  keeping  him  off  of  the  bike,  especially  when 
he  has  homework...  just  like  any  other  child." 

— Ron  Faig 

University  of  South  Florida,  Tampa 
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Lightweight  Portability  Solves 
Transport  Problem 

(^onvaid’s  buggies  are  the  answer  for 
moms  and  kids  on  the  go.  Long  known 
for  their  patented  folding  design,  they 
fold  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  for  indoi^r 
or  outdoor  use.  Circle  # 209 


Full  Range  of  Accessories 

A choice  ot  up  to  twenty  options  on 
Convaids  buggies  includes  a transparent 
detachable  tray,  made  ot  unbreakable 
Le.xan\  and  a detachable  canopy  for 
shade  and  prelection  from  the  elements. 


PRODUCT  NEWS 


New  BusA^an  Tie-Down  Models 

Now  a\'ailable,  the  Cruiser  Transpeirts,  a 
new  bus/van  tie-denvn  buggy  line  frena 
Ceau  aid,  successfully  crash  tested  at  30 
MPH,  20g  deed  in  a te)rward-facing 
cemfiguration  with  up  to  170  lb. 
dummy,  using  a Q-Straint  (with 
positive  lock)  tiedmvn. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Cemvaid  s EZ  Rider  makes  transport  easy 
and  fun  with  six  colors,  several  sizes  and 
extensive  adjustability.  circle  # 210 


Convaid  continues  to  add  to  its  broad 
positi^m  buggies  ^ fit  any  age, 
any  size  and  mosnighi  budgets.  Chop« 
from  the  Cruiser  line  with  Jts  many 
different  fx)^uoning  Accessories,  the  EZ 
Rider  with  its  quick  folding  design;  ot  any.  ^ 
of  Convaid’s  compact  folding  buggi^  Plus  >; 
we  offer  the  Cruiser  Transport  Lme*  a 
bus/van  ticKlown  successfolly  tested  with 
up  to  a 170  lb.  dummy. 

i 7 ; All  Convaid  buggies  feature  our  patented  . 

^ ''^ifolding  design  which  eliminates  slihnp  and 
' of  accidental  foldings 

the  possibilities. 

MadriaAiUSA.  Five  Vear  V/flmmtv. 


CRUISER 


lor  yuiir  IrcO  b^o(uhu)V^  or 
the  loViUKU’i  iH-.,youi  ne.UcM  dcMyh' 

..i;.800^55^1:020. 


Convaid 

PRODUCTS  INC 


P.O.  Box  24i8  ♦ r,i|..v  VcrJi'v,  ('A  W’74  USA 
(SCO)  452-1020  •(ilOnW.ftSHmCA 
i-;ix:(!IO)5!^).ift70 


Columbia  makes  bathtime  easier! 

• Stable,  secure  Bath  Supports  adjust  easily 
to  suit  you  and  your  child;  fit  any  tub 

• All  are  durable,  lightweight,  rustproof 

• Versatile  - use  indoors  or  outdoors  as  a go~ 
anywhere  support,  for  TV,  wading  pool,  beach 

How  much  support? 

• The  Wrap-around  Support  (above)  lets  your 
child  play  in  the  water  while  seated  upright 

• The  Reclining  Bath  Chair  (below)  gives  your 
child  full-length  head  and  trunk  support; 
the  angle  of  the  seat  is  easily  adjustable 


continuedfrom  page  S8 

diy,  the  cushion  can  be  brushed  to  soften  it  up. 

The  seat  pan — ^the  metal  or  plastic  piece  that  the  cushion 
rests  on — can  be  safely  cleaned  with  a sponge  and  warm, 
soapy  water.  Don’t  use  steel  wool  pads;  they  will  scratch 
the  surface. 

Fi*ame 

The  frame  of  your  wheelchair  includes  the  seat  rails,  the 
upright  cranes  and  if  present,  cross  braces.  Clean  these 
parts  with  a damp  cloth  and  warm,  soapy  water.  Do  not  use 
an  abrasive  cleanser  or  steel  wool  because  they  will 
scratch  the  paint.  Grease  spots  may  be  removed  with  a 
spray  cleaner,  such  as  Fantastic  or  Fonnula  409.  Touch-up 
paint  may  be  available  through  your  RTS. 


Illustration  by  Sam  MacFarland 
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Wheels 

Wheel  maintenance  includes  the  tires  of  the  rear  wheels, 
spokes,  axles,  wheel  locks  and  casters  (the  front  wheels). 

• Tires  are  either  solid  rubber  or  filled  with  air 
(pneumatic).  Check  solid  tires  for  wear  and  tightness  to  the 
wheel  (there  should  not  be  any  slack).  Worn  tires  should  be 
replaced  before  the  inner  material  is  exposed.  Check  pneu- 
matic tires  for  pressure  and  for  tread  wear.  If  the  treads 
appear  less  than  one  centimeter  deep,  they  should  be 
replaced. 

• Wheel  alignment  can  be  checked  by  allowing  the  wheels  to 
rotate  freely  without  touching  the  floor.  (You  can  check  one 
wheel  at  a time  by  turning  the  chair  on  its  side).  If  the  wheel 
wobbles  when  you  spin  it,  it  is  not  properly  aligned  and 
requires  maintenance  by  your  RTS. 

• Check  the  wheel  locks  when  you  check  alignment.  Engage 
the  locking  mechanism  and  tiy  to  turn  the  wheel.  If  Uie  wheel 
moves  at  all,  either  the  lock  or  the  tire  pressure  needs  adjust- 
ment. Ask  your  RTS  for  assistance. 
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• To  clean  dirt  and  grime  from  quick 
release  wheels,  remove  the  wheel  and 
scrub  the  axle  with  a steel  wool  pad. 
Wipe  off  excess  soap  and  grime  with 
a wet  rag,  then  diy  the  axle.  Re-lubricate 
the  axle  using  household  oil,  such  as 
3**in-l,  available  at  most  hardware 
stores.  Clean  the  hole  the  axle  fits  in 
by  pulling  a rag  through  it  several 
times,  and  re-lubricate  it  with  hoase- 
hold  oil. 

• The  wheel  spokes  need  to  be  evenly 
tightened  for  proper  tire  alignment  If  a 
spoke  is  loose,  you  can  use  a spoke 
tightener  to  secure  it.  Both  over-tight- 
ened and  under-tightened  spokes  affect 
the  ride.  If  you  are  uncertain  doing  this, 
ask  your  RTS  to  do  it 

• Casters  tend  to  pick  up  lint,  tluread 
and  other  debris.  Remove  this  debris 
from  the  caster  forks  and  clean  the 
axles  in  the  same  manner  as  the  rear 
wheel  axles.  Instructions  on  caster 


removal  are  in  the  wheelchair  booklet 
supplied  by  the  manufacturer. 

Supports 

Position  and  condition  of  leg  rests, 
footrests  and  armrests  are  critical  to 
comfort  and  function  for  the  user.  If  leg 
rests  are  removable,  check  the  locking 
mechanism  to  see  that  it  works  smooth- 
ly and  easily.  After  cleaning  the  entire 
leg  rest  and  footrest  assembly,  use 
household  oil  to  re-lubricate  the  hinges 
on  the  calf  pad,  footrest  and  knee 
hinges.  Clean  the  armrests  and,  if  neces- 
sary, the  posts  they  slide  into.  If  there  is 
excessive  motion  in  the  armrest  and  an 
obvious  loose  screw,  tighten  it  If  the 
problems  persist,  check  with  your  RTS. 

Wheelchair  tune-ups 

Wheelchairs  and  their  seating  systems 
should  have  a tune-up — usually  called 
a clean,  lube  and  overhaul — every  six 


months  by  your  RTS.  Tine-ups  include 
replacement  of  bearings,  a complete 
cleaning,  lubrication  of  all  moving 
parts  and  a check  to  make  sure  all 
screws  are  tightened. 

Tune-up  costs  range  from  $50-$  100. 
The  cost  may  include  pick-up  and 
delivery  of  the  chair  and,  if  possible, 
the  use  of  a loaner  chair. 

Many  services  may  be  covered  in 
the  chair’s  warranty.  Before  paying 
for  any  service,  be  sure  you  are 
familiar  with  your  warranty’s 
inclusions  and  limits.  EP 

Mary  AngelicOy  RT.  is  an  assistim  tech- 
nology jnvetiticmei'  in  physical  therapy 
in  private  practice.  She  has  vxnicedfor 
the  past  nine  years  in  the  Chicago  area 
at  LaRabida  ChildrerCs  Hospital  and 
the  Assistive  Technology  Unit,  Institute 
on  Disability  and  Human  Development 
at  the  University  of  Illinois. 


ARD  CHILDREN’S  HOSPITAL.  REH 

^ TPMA 

£ Ihmsidonal  Power  Mobility  Aide 


^ Now  a child  with  physical  disabilities  can  be 
5 positioned  in  SITTING,  SEMI-STANDING, 
H or  STANDING  to  optimize  access 
^ to  the  environment. 

P Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  Available 

1-800-950-5135 


INNOVATIVE  PRODUCTS,  INC 
Grand  Fortes,  ND  58201 


Amigo  Advantages 

♦ Bold  and  colorful  design 
packages  are  available, 

♦ Our  3-year  limited  warranty 
builds  confidence. 

♦ Safe  and  easy  to  disassemble. 

♦ Amigo  has  over  26  years  in 
the  mobility  business. 

For  more  information  or  to  arrange 

a demonstration  of  the  AMIGO  MINI: 


Wlicrc;.wlh  _ 

disas^mbl^d  pkee  U - 

Indoor  and  out- 
door maneuver- 
ability allows  your 
child  to  enjoy  life. 

At  the  same  time, 
you  can  relax, 
knowing  your  child 
is  safe  and  secure. 


Visit  the  Amigo  Mobility  Centet^ 
or  representative  nearest  you. 


Call  Toll-Free:  |-800-MY*aMI60 


AMIQO  MOBILITY  INTERNATIONAL.  INC. 


BRIDGEPORT.  Ml  48722 
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J.BILITATION  ENGINEERING  CENTER  AT  STANFORD 


Freedom  Designs,  Inc. 


om  Designs,  Inc.  2241  Madera  Road  ♦ Simi  Valley,  CA  93065 


DIAFOODS  THICK-IT 
brings  the  joy  of  eating' 
back  to  people  with- 
swallowing  problems. 


Here’s  the  solution  tor  the 
millions  ol  young  arui  old 
who  ne(?d  modified  consis- . 
toncies  to.  c?njoy  eating 

DIAFOODS  THlCK-IT 

when  mixed  with  hot  or  . 
cold,  thick  or  thin  liquids 
and  [)ureed  foods,  pro- 
duces any  ctesired  consis- 
^l(.‘nc:Y  quickly,  easily  and 
controHably  But  it  does  not 
ctiangt'  \f\v  taste  orapin.^ar 
aiKHU)!  the  food  it  thicken^i 

qiAFOODS  THICK-IT  uids 
sixtoon  f'alones  per  lat)l(' 
'.poon  for  nounslmit'nt  l)ut 
IS  v('ry  low  in  sodium  for 
p(M  )pl(M>n  sodium 


restricted  diets.  And  it 
helps  hydrate  patients  . 
t)ecause  it  will  not  bind 
water  or  fluids 

DIAFOODS  THICKHT  is 

the  market-maker  and  the- 


R««  •ducalional  nMterW, 
Cirit...(^)  333^)003. 

The  booklet  “Oyaphagia, 
ARaviawForHaalth 
protoaaionaia”  discuesee 
causes,  evaluation  and 
treatment  of  dysphagia. 

The  pamphlet  “Sanliawing 
Problems?  helps  patients 
and  caregivers  understand 
and  adapt  to  dysphagia. 


-1  selling  brand  of  Instant 
Food  rhickcner.  It  is  rec- 
ommonded  l)y  speech  and 
' lanqucige  pathologists, 
dietitians  and  nuti  itiomsts 
in  hospitals,  nursing  homos 
and  rehabilitation  taciiities" 
a(;ross  the  country 

Foi  prodiK  1 litiM.itiin.' .111(1 
advict.'.  .1  iroo 
.iird  itiform.ition  vvhtMt’ 
DIAFOODS  THICK-IT  m.iV 
bn  (UiroiiascitF^all . . . 
(800f3^:!^003. 
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Special  Needs  in  the  Lunchroom 


Modifying  school  meals  for  students 


regulations  require 
schools  to  modify  or 
make  substitutions  in 
meals  at  no  extra 
charge  for  students 
who  meet  the 
definition  of  having  a 
disability  and  whose 
disability  restricts 
their  diet.  A person 
meets  this  definition  if 
he  or  she  has  a physi- 
cal or  mental  impair- 
ment which  “substan- 
tially limits  one  or 


with  special  eating  needs 


With  help  from  occupational  therapist  Gloria  Fiolek  Clark, 
preschooler  Derek  Harrison  practices  drinking  from  a cup. 


more  m^yor  life  activi- 
ties,” has  a history  of 
having  such  an  impairment  or  is 
believed  to  have  such  an  impairment 


by  Gloria  Frolek  Clark 

Tacos,  grapes,  carrot  sticks,  an  iced 
cinnamon  roll  and  milk.  Sounds 
like  a typical  school  lunch,  right? 
Most  children  have  two  options — eat 
hot  lunch  or  bring  lunch  from  home. 
But  what  are  the  options  for  children 
who  choke  on  any  foods  except  baby 
food,  easily  aspirate  liquids  (swallow 
liquids  into  the  lungs),  need  low-calo- 
rie meals  due  to  medical  disorders, 
are  allergic  to  certain  foods,  or  are 
unable  to  chew  food? 

A “typical”  lunch  could  be  life-threat- 
ening to  children  witli  special  needs. 

Consider  Nicki,  a seven-year-old  girl 
with  head  iqjuries,  who  cannot  chew 
food  and  needs  it  blended  to  the  thick- 
ness of  pudding.  Nicki  refuses  to  eat 
most  vegetables  and  fruits.  Her 
teacher  and  parents  have  noticed  that 
if  they  mix  her  food  witli  mashed 
f)Otatoes,  she  will  eat  more.  This  is 
crucial  because  she  has  lost  five 
pounds  in  the  last  year  and  is  now 
below  the  fifth  percentile  when  her 
height-to-weight  pro- 
portion is  graphed  on 
a growth  chart 
Liquids  also  nm 
down  Nicki’s  throat  too  fast  and  cause 
her  to  choke.  The  school  occupational 
therapist  has  recommended  that  the 
Uquids  be  thickened  lising  baby  food 
cereal,  yogurt  or  blended  finit,  such  as 
applesauce. 

How  can  Nicki’s  sc*l\ool  lunch  be 
modified  to  make  it  safer  and  provide 
her  with  the  nutrition  she  needs? 

School  requirements 

The  Rehabilitation  Act  of  1973 
required  recipients  of  federal  fimds  to 
make  Uieir  programs  and  activities 
accessible  to  all  individuals  with  dis- 
abilities. Section  504  of  the  act  incor- 
pomted  new  regulations  for  s(‘hool 
iiK'al  prognuns  into  Uie  CMd 
Nutrition  I^ogram  Regulations  of 
1988,  conunonly  known  i\s  the  break- 
fast and  hot  lunch  program.  These 


Since  die  Child  Nutrition  Program 
Regulations  are  monitored  tiirough 
the  U.S.  Department  of  Agriculture 
(USDA)  rather  than  the  U.S. 
Department  of  Education,  families 
and  professionals  who  care  for  chil- 
dren with  special 
needs  are  often  not 
aware  these  regula- 
tions exist 
A variety  of  modifications  and 
substitutions  may  be  necessary  to 
allow  a student  to  consume  the  meals 
offered  to  students  without  special 
needs.  Some  students  with  gastrosto- 
my tubes  may  require  a liquid  formula, 
while  other  students  may  require 
modifications  such  as: 

• Substitutions  of  menu  items  to 
accommodate  such  dietary 
restrictions  as  allergies,  or  foods  that 
don’t  pur^  well. 

• Recipe  modification  to  provide  ftxxls 
diat.  are  low  or  high  in  certain  elements 
such  as  fat,  sugar,  fiber  or  protein. 

• Texture  modifications  such  as  diick- 
ening  liquids,  or  grinding  or  chopping 
foods. 

• exher  modifications  in  food 
characteristics  such  as  temix'ratuie, 
ixirtion  size  and  nutrient  (‘omposition. 


It  is  imperative  that  nutritional 
value  be  considered  when  making 
any  modifications  to  the  meal.  For 
example,  if  certain  foods  are  prohibit- 
ed, substituted  foods  should  be  simi- 
lar in  nutrient  content. 

Updated  instructions  issued  in 
October  1994  by  the  USDA  provide 
guidance  to  schools  participating  in 
breakfast  and  hot  lunch  programs.  If  a 
school  is  not  a participant  in  this  fed- 
eral program,  they  may  still  be  obligat- 
ed to  make  modifications  and 
substitutions  based  on  the  Individual 
with  Disabilities  Education  Act 
(IDEA).  IDEA  may  require  school 
food  authorities  to  provide  meals  out- 
side of  the  regular  meal  schedule  or  to 
provide  services  that  are  not  usually 
required  by  the  Child  Nutrition 
Program. 

Feeding  and  nutrition  goals 

Food  modifications  caji  be  listed  on: 

• An  Individual  Education  Plaji  (lEP). 

• A Student  Health  Care  Plan  attached 
to  the  lEP. 

• A goaLs-and-objectives  plan  related 
strictly  to  feeding  mid  nutrition. 

Even  students  who  do  not  qualify 
for  sjiecial  erlucation  services  are 
eligible  for  special  f(x)d  services  as 
long  iis  they  meet  the  criteria  for  hav- 
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Spedal  Needs  in  the  Lunchroom 


ing  a (iisabiiily  under  tlie  Rehabilitation 
Acl  of  1973. 

In  most  cases,  the  school  will 
require  a physician’s  statement  regard- 
ing the  child’s  disability  and  related 
dietary  i*estrictions.  The  school  must 
determine  if  this  student  meets  the 
regulatory  criteria  of  the  Reliabilitation 
Act  of  1973.  and  is  only  obligated  to 
provide  those  substitutions  and 
modifications  deemed  necessary 
by  tlie  physician. 

Changing  the  texture  of  Uie  meal— 
by  such  processes  as  blending,  puree- 
ing  or  chopping — does  not  require  a 
physician’s  order,  though  it  is  helpful 
information  for  the  school  food  service. 

Inclusion 

In  addition  to  meal  modifications,  the 
regulations  state  that  food  services  be 
provided  in  the  most  integrated 
setting  appropriate  to  the  special 
needs  of  the  student  Unfortunately, 
students  with  special  feeding  needs 


often  are  not  integrated  into  the  lunch- 
room  to  the  maximum  extent  possible. 

A team  effort 

A team  approach  is  critical  for  a 
child  with  feeding  and  nutrition  prob- 
lems. This  approach  has  made  a dif- 
ference for  Nidd. 

Nidd  has  been  followed  closely  by 
a nutritionist  since  her  parents  and 
occupational  therapist  became  con- 
cerned about  her  wei^t  loss.  Her 
height  and  weight  are  being  closely 
monitored  by  the  school  nurse  and 
her  regular  physician.  The  nutritionist 
also  discussed  the  need  for  supple- 
mental vitarnins  and  minerals  because 
of  the  anticonvulsant  medication  she 
takes  daily.  The  educational  team  has 
met  to  discass  the  school  food 
modifications  that  were  needed  for 
Nidd.  The  family,  teacher,  occupation- 
al therapist  and  nutritionist  provided 
input  that  was  used  to  develop  a plan. 
The  physician  had  been  kept  infonned 


At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 

1-800-345-1292 


In  a nationwide  network,  De\/ereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


9 

Devereux 

since  1912 
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of  Nidd’s  needs  and  difficulties  with 
the  school  lunch. 

As  a result  of  this  team  effort,  spe- 
cially prepared  meals  are  now  avail- 
able each  day  for  Nidd’s  lunch.  NickTs 
teacher  keeps  in  constant  contact 
with  the  school  lunch  supervisor 
regarding  the  modifications  and  how 
they  are  working  for  Nidd. 

For  more  information  about  school 
food  regulations,  contact  the  food  and 
nutrition  service  staff  at  your  state 
Department  of  Education,  or  your  local 
school  district  administrator.  EP 


Occupatioiial  tkerapist  Gloiiu  Frolek 
Clark,  OTR/L  FAOTA  wmicsfcr^'  the 
Hemiland  Area  Edveation  Ageticy 
in  Johnston,  Icnva,  and  is  in  pnvate 
practice.  She  chairs  the  School 
Systetn  Special  Interest  Section  of 
the  American  Occupational  Therapy 
Associatian.  Ghnia  lives  mth  het' 
husband  a^id.  three  children  in 
Ankeny,  Icnva. 


^ Why  pay  more  for  ’ 
Disposable  Briefs  ? 


YOUTH  96  Count  $45.00 

ADULT  SMALL  96  Count  $47.00 

ADULT  MED.  96  Count  $53.00 

ADULT  LARGE  72  Count  $53.00 

Ultra  Shield^  Briefs. 

ah  Super  Absorbent , Premium 
Quality  Products.  NO  IRREGULARS. 

Prices  include  all  Shipping  and  Handeiing  in 
in  the  48  connectiong  states.  Delivery  is 
made  directly  to  ycur  home. 

Call  or  write  for  FREE  SAMPLES. 

SpECiAl  PRoduCTS 

212  N.  Market,  Suite  315,  Wichita,  KS  67202-2016 

Toll  Free  I-800-553’3492  J 

Circle  #167 
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WHAT’S  HAPPENING 


Violinist  Itzhak 
Perlman  hosts 
People  in  Motion: 

An  iNNOvmoN 
MmsERiES  The  series' 
thiee  episodes — 
'Ways  to  Move,*' 
''Ready  to  live'*  and  *RedesigninQ  the  Human 
Machine**—  explore  dmmatic  advances  in  techr 
noloffy,  inedicine  and  attitudes  that  are  chang- 
ing the  lives  of  people  with  disabilities,  Eki 
Roberts,  disabilities  activist  arui  founder  of  the 
Center  for  Independent  Living;  Marilyn 
HamiUon,  co  founder  qf  the  ^icMe  wheelchair 
company  andEdTessier,  aforimrcongre^ioncd 
oandidoaejwm  Calif crniia  who  is  quadriplegic, 
are  some  of  the  remarkable  pecq)lefeat^^ 
PEOPieht  Motion  premieres  March  31  at  9 
p.m.  on  PBS  (check  local  listings).  A free  view- 
ers guide  is  available  Write  to  People  in  ManoN, 
EO.  Box2li5,  LiitleFMs,  NJOTtmtmS. 


Tivdve-yearold  Carl  Burnett  of  Cape 
Elizabeth,  Maine  enjoys  'inono-skiing**  at 
the  United  Airlines  Ski  Spectacular,  held  in 
DeceiTiber  in  Bieckemidge,  Colomdo.  The 
Spectacular,  sponsored  by  National 
Handicapped  Sports  (NHS),  attracted 

skiers  with  disabilities  from  all.  over  the  counhy.  Tfw  week-long 
event  included  ski  instruction,  mcing  clinics,  elite  training 
camps  and  a giant,  slalom  competition.  (Photo:  Bruce  Barthel) 


Calling  Young  Playwrights 

The  Very  Special  Arts  1995  Young  Playwrights  Program  has  issued 
a call  for  scripts  written  by  12-  to  18-year-old  playwrights.  Scripts 
must  deal  with  some  aspect  of  disability  and  must  be  postmarked 
by  April  14, 1995.  The  winner  of  the  competition  will  travel  to 
Washington,  E)C  to  see  his  or  her  play  produced  at  the  John  E 
Kennedy  Center  for  the  Performing  Arts. 

Very  Special  Arts  is  an  international  organization  providing  pro- 
grams in  creative  writing,  dance,  drama,  music  and  the  visual  arts 
for  people  with  disabilities,  especially  children  and  youth.  For  more 
information  about  Very  Special  Arts,  or  for  details  about  the  1995 
Young  Playwrights  Program,  contact  Very  Special  Arts,  The  John  E 
Kennedy  Center  for  the  Performing  Arts,  Ekiucation  Office, 
Washington,  DC  20566,  (202)  628-2800  (voice),  (202)  7374)645  (TTY). 


fou  are  cordiaCCy  invited  to  attend  tfk 

Minsyeal(  Conference 

T)ate:  July  14-15, 1995 

Place:  P\koster,  Oflio  (fwm  of  (Premise  ^micfi  Co.) 

nie  iMinspea^Conference  is  tfie  conference  for  tfiose  interested  in  [earning  more  aBout  the  most  successfuC  and  ziHdely 
used  vocaBuhry  oganization  system  in  augmentative  and  afternative  communication.  Minspeafiis  successfuC  Because  it 
worCs,  and  the  iMinspea^Conference  is  where  those  who  have  had  success  share  their  fqiowtedge  and  e^eriences. 

me  focus  of  this  year's  conference  wi((  Be  ‘“Transitions."  ‘Device  operators  and  SlUCspecia^tszviff present  papers  and 
poster  sessions,  and  wiU participate  in  Both  round-toBk  and paneC  discussions.  ‘Up  to  200  chnidans,  spedd  educators,  device 
operators,  and famify  memBers  are  ejected  to  attend,  providing  an  et(ce[[ent  opportunity  for  interaction. 


^esenters  ineCude: 

?dicfiae[^.  WiCCiams 


QaiCVanTatenfwve  • CaroCimMusseCiufiite  • JoyZaBaCa 


Visit  our faciUty,  enjoy  our  hospitafity,  and  [earn  how 
you  can  hefp  someone  transition  to  where  they  want  to 
Be.  Jor further  information,  contact  ‘Uerna  Oforvath 
at  (800)262-1984  or  (216)262-1984,  e^t.  25l. 


PRG 


Prentke  Romich  Company 

1022  Heyl  Rd.  Wooster,  OH  44691 
I 800-262-1984  • 216-262-1984  • fax  216-263-4829 
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by  David  Hirsch,  M.D. 


Infantile  Spasms 


QAt  about  five  months  of  age,  our 
son  developed  a type  of  seizure 
disorder  called  infantile  spasms.  Prior 
to  this  time  his  development  was  nor- 
mal. He  has  brief  myoclonic  spasms 
lasting  a few  seconds  but  occurring 
many  times  each  day.  After  a bout  of 
these  spasms,  he  is  irritable,  then  he 
seems  to  become  drow^.  He  is  now 
one  year  old  and  is  delayed  in  all 
areas.  He  has  been  on  a number  of 
different  anticonvulsants  including 
Valproic  acid,  benzodiazepine,  and 
ACTH.  Nothing  has  seemed  to  work 
very  well  for  any  period  of  time. 
Recently,  I heard  about  a fairly  new 
medication  called  “Sabril”  that  has 
helped  in  the  treatment  of  infantile 
spasms  Is  this  medication  worth  trying? 


A Infantile  spasms,  sometimes  called 
West  j^yndrome,  is  a type  of  seizure 
disorder  with  a clinical  pattern  that 
most  commonly  consists  of  fiequent 
myoclonic  spasms  (unpredictable  con- 
tractions of  one  or  more  muscle 
groups)  and  a unique  electroen- 
cephalogrg^hic  (EEG)  pattern  called 
“hypsarrhythmia”  As  in  your  son’s 
case,  most  children  with  infantile 
spasms  develop  this  condition  in  the 
first  year  of  life.  Other  terms  for  infan- 
tile spasms  that  describe  some  other 
types  of  seizures  associated  with  it  are 
“lightening  or  “jackknife”  convulsions. 

Unfortunately,  infantile  spasms  are 
non-responsive  to  many  of  the  more 
conventional  anticonvulsant  medicar 
tions.  ACTH  is  a hormone  that  stimu- 


Sj^TMS^^rn^anma^foduHsnnc|^800^8^T9^ 


lates  the  release  of  cortisone.  It  has 
been  successfiil  in  controlling  infantile 
spasms  at  least  for  a while,  but  it  has 
not  been  shown  conclusively  to  improve 
the  long4enn  outcome  of  this  disorder 
Vigabatrin,  sometimes  called  Sabril 
in  Europe,  is  a newer  anticonvulsant 
that  has  shown  some  promise  in  the 
treatment  of  infantile  spasms  and 
other  complicated  seizure  disorders 
This  medication  is  now  being  studied 
and  may  become  available  in  the  U.S. 
within  a year.  It  certainly  would  be 
worth  trying.  Continue  to  work  with 
your  son’s  pediatrician  and  pediatric 
neurologist.  More  information  on  this 
medication  and  other  newer  treat- 
ments for  various  fom^5  of  epilepsy 
can  be  obtained  from  the  Epilepsy 
Foundation  of  America  (4351  Garden 
City  Dr.,  handover,  MD  20785-2267; 
800/332-1000,  voice;  800/332-2070, 
TIT),  the  American  Epilepsy  Society 
(638  Prospect  Ave.,  Hartford,  CT 
061054298;  203/586-7505,  voice)  or 
Epilepsy  Canada  (1470  Peel  St.,  Ste. 
745,  Montreal,  PQ  H3A  ITl,  514/845- 
78-55,  voice).  EP 
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Choosing  A Summer  Camp 


Summer  camp  can  be  a growing 
experience  for  a child  and  a chance 
for  parents  to  gain  some  much- 
needed  respite.  Some  see  summer  pro- 
grams as  a way  to  extend  the  school 
year  by  choosing  camps  that  continue 
education  and  therapy  goals.  Others  find 
the  summer  a perfect  time  for  their 
child  to  get  to  know  other  children  with 
and  without  disabilities. 


Where  can  a child  with  a 
disability  go  to  camp? 

Possible  information  resources 
include: 

• Parent  organizations,  especially 
those  affiliated  with  a national  dis- 
ability organization; 

• Professionals; 

• Social  service  agencies,  rehabili- 


tation centers,  clinical  facili- 
ties, or  recreational  programs; 

• Local  Parent  TYaining  and 
Information  Centers  (see 
Exceptional  ParenVsl995 
Resource  Guide  for  a state- 
by-state  listing); 

• Local  newspaper's  (Sunday 
magazine  section)  and  com- 
munity parents’  newspapers  often 
list  camps,  camphreferral  services 
and  camp  fairs; 

• Local  religious  associations, 
fraternal  associations,  community 
orgaiiizatioiis  azxi  scoudirg  groi^ 
•Camp  guides  which  may  be  avail- 
able at  public  libraries.  TWo  useful! 
guides  are: 

Petefson*s  Summer 
Opportunities  for  Kids  and 
Teenagers,  1995  edition;  lists  camps 
and  other  summer  programs  for 
children  of  all  abilities  also  available 


Camp  Sky  Ranch,  Blowing  Rock,  NC. 


Camp  Courageous  of  Iowa,  Monticelio,  tA 


LIFE 

CAN 

STILL  BE 
THE 

JOURNEY 

OF 

DISCOVERY 

YOUR 

CHILD 

DESERVES 


REGAL® 

WABBA  WOSCOOTBt 

Oiooiethendetht^t  St  foryoa 
is  aviulal^  in  seven  models,  ali  ergo- 
notnicdly  designed  to  give  your  * 

-e.,.  . 


BACK^AVESC^ 

jUARmBMJKHtmmMWHAmurr 
Ea^  m useu  No  lifting*  FuUy  automstic. 
liaises  and  stores  iiiaiiual  wheelchairs 
withthetunitifakey  activated  switch. 
Only  1 of  14  diffcram  Bruno  Lifts. 


CVRB^SIDEKP^ 

xoom^mwmumAiMUFT 
Unique  180-d^reepowerrotatianlets 
you  pick  up  next  to  qr  behind  your 
vehicle.Ideal  foruse  iif  vans  and  trucks 
with  lilhgato  or  uilgate  sear  opeoii^ 


ELECTRA^RIDE^ 

srAimrAf^WATimsrsmi 
Low-cost,battery-powered  stairway 
elevator  J^eeds  no  special  wiring.  Op- 
erates even  if  there  u a power  out^e. 
To  give  your  journeys  peace  of  mind. 


• «M«0  MOIKMXNt  UVMO  MM.  iHC  IMI 


CALL  l-800’882~8m  TOLL  FREE  OR  1-4 1 4-5 67 -4990  fax  1-414-567-4341 

■RUNG  INDEPENDENT  LIVING  AIDS,  INC.  1780  EXECUTIVE  DRIVE  PO  BOX  84  OCONOMOWOC  WISCONSIN  S3068 


ERIC 


» C 


Clrcl*«212 

£58 


MARCH  1995  / EXCEPTIOHU  PAREMT  ♦ 49 


That’s  Steve  on  the  left.  He  wasn't  always  this  happy  and  self- 
assured.  Some  days  he  would  hit  himself  thousands  ot  times.  His 
injuries  ranged  in  severity  from  a bUxxly  nose  to  a cauliflower  ear.  His 
ability  to  learn  and  understand  himself  was  affected  by  his  autistic 
behaviors. 

When  Steve  was  15  years  old,  his  parents  enrolled  him  in 
Hearrspring’s  residential  schml.  Our  interdisciplinary  team  approach 
fcKused  a wide  spectrum  of  knowledge  on  his  behavior,  combining  the 
efforts  of  a special  education  teacher,  psychidi'>gist,  speech  therapist, 
case  manager,  and  of  course,  Steve's  parents.  His  team  detennined 
that  his  inability  to  communicate  his  wants  and  needs  contributed  to 
his  frustrations  and  his  inappropriate  behaviors,  sc^>  that's  where  his 
plan  lx.'gan. 

To  address  Steve’s  challenges,  a comprehensive  program, 
including  I'jehavior  management  and  appropriate  alternative  ways  lo 
communicate,  was  implemented  in  his  classrcx^m.  apartment,  anti 
outings  in  the  community. 

Steve  s life  is  very  different  now.  He’s  learned  to  communicate  his 
needs,  and  his  pattern  tT  hitting  himself  has  been  reduced  to  ten  “light 
taps”  a day.  Now  he  can  ccmcentrate  on  other  skills.  Between  working 
his  part-time  jobs  with  his  job  coach,  participating  in  other  learning 
activities,  and  doing  things  with  his  friends,  Steve  probably  won't  have 
time  to  self-destruct  uxlay. 

If  you  know  a child  who  might  benefit  frtim  an  individual  i:ed, 
comprehensive  program  at  Heartspring,  call  us  today.  Tc^gether  we  can 
make  a difference. 


2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219-4699 
1 -800-  835-1043 
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What  Abby  Did  On  Her 
Summer  Vacadon 

ids  and  summer  camp  is  as  much  an 
American  institution  as  Mom  and 
Apple  Pie.  However,  parents  of  children 
with  disabilities  discover  that  finding  a 
camp  suited  to  their  child's  special 
needs  is  not  easy.  My  search  for  a sum- 
mer camp  for  my  13-year-old  daughter, 
Abby,  taught  me  a great  deal  about  par- 
ent advocacy. 

Diagnosed  with  spastic  triplegia,  Abby 
arrived  from  Korea  at  age  eight  as  one  of 
my  10  adopted  children.  Although 
mainstreanied  in  regular  classes  in  mid- 
dle school,  Abb/s  wheelchair,  her 
school  work 
and  her  own 
demand  for 
achievement 
created  difficul- 
ties in  making 
friends.  Her 
chances  to 
make  friends 
were  also  limit- 
ed bee:  use  she 
traveled  alone 
to  school  in  a 
special  van. 

Abby  desper- 
ately needed  to 
learn  how  to 
make  friends 
and  have  fun  in 
a relaxed 
atmosphere. 

Camp  seemed 
to  be  an  ideal 
solution. 

To  begin  my 

search,  I d>ecked  with  our  state  f.pecial 
needs  coordinator  who  did  a computer- 
ized camp  search  for  me.  1 spoke  with 
people  at  the  regional  office  of  develop- 
mental disabilities  for  referrals.  I talked 
with  people  on  the  child  study  team  at 
school.  Our  local  Cerebral  Palsy 
Association  made  suggestions.  Virtually 
everyone  I spoke  to  understood  the 
problem  and  tried  to  be  helpful,  but  they 
only  referred  me  to  someone  else.  In  the 
end,  I had  one  solid  recommendation — 
a,  camp  for  children  with  disabilities 
which  I felt  was  unsuited  to  Abby's 
needs. 

Abby  and  I changed  tactics.  We 
established  a new  list  of  requirements: 
reasonable  accessibility,  a relatively  flat 
terrain,  a swimming  program,  a low 
camper-to-counselor  ratio  and  a pro- 


Abby  Peck  attended 
two  one- week  sessions 
at  Eagle's  Nest  summer 
camp  last  yean  **1  did 
everything  the  other  kids 
did,  and  my  chair  was 
just  no  big  deal." 


I 


Choosing  A Summer  Camp 


gram  with  an  emphasis  on  individual 
growth  and  success.  I contacted  camps 
in  New  Jersey  and  others  within  two 
hours  of  home. 

I was  straightforward  and  open.  I 
talked  about  "accessibility"  as  a physical 
reality  and  a commitment  from  the  staff. 

I described  Abby,  her  personal  indepen- 
dence in  self-care  and  her  physical 
needs  in  realistic  terms. 

Amazingly,  our  decision  was  made 
with  ease.  The  Episcopal  Diocese  of 
Newark,  of  which  our  own  church  is  a 
part,  has  run  the  Eagle's  Nest  summer 
camp  for  many  years.  Brad  Moore,  the 
diocesan  youth  director,  listened  to  my 
well-rehearsed  "litany"  on  accessibility 
and  chuckled.  "Sure,  she  can  come,"  he 
said.  "Just  be  sure  you  sign  up  Alee, 
too!"  The  thought  that  Alee,  my  1 2-year- 
old  sixth  grader  who  also  has  cerebral 
palsy,  might  enjoy  camp,  too,  had  never 
seriously  crossed  my  mind  in  my  one- 
track  quest  to  provide  for  Abby. 

The  staff  at  Eagle's  Nest  was  well-pre- 
pared for  Abby.  Several  counselors-in- 
training  volunteered  to  help  lier  meet  the 
day-to-day  physical  challenge  of  platform 
tent  camping.  Some  were  more  successful 
than  others.  The  administration  firmly 
believed  that  they  could  meet  Abb/s 
needs  and  that  a camping  experience  for 
my  daughter  could  be  achieved  both 
safely  and  realistically. 

Abby  attended  two  one-week  camp 
sessions  last  summer.  At  the  end  of  the 
first  week,  I met  her  at  the  bus.  Three 
big,  strapping  teenagers  lifted  her  off  the 
bus  and  planted  her  in  my  car  as  she 
giggled  in  exhaustion  and  joy.  On  the 
way  home,  she  stretched  and  sighed  in 
contentment.  "You  know  what.  Mom?" 
she  asked.  "For  the  first  time  ever  in  my 
whole  life,  I feel  like  a regular,  normal 
kid.  I did  everything  the  other  kids  did, 
and  my  chair  was  just  no  big  deal."  I 
wept  quietly  for  her  joy. 

— Cynthia  VN.  Peck 

Cindy  Peck  is  a single  adoptive  parent 
of  10  children  aged  13-25.  She  is  an 
English  teacher  and  a partner  in 
Seedlings,  a licensed  New  Jersey  adop- 
tion agency  She  is  also  the  editor/pub- 
lisher of  Roots  & Wings,  a national 
adoption  magazine.  For  information  and 
a free  sample  issue,  write  to  Roots  ^ 
Wings,  P.O.  Box  038,  Chester,  NJ 
07930.  The  Internet  e-mail  tiddress  is 
Rootswings@aoLcom. 


Camp  Courageous  of  Iowa,  Monticello,  tA. 


at  bookstores  and  through  Peterson’s, 
Customer  Service,  P.O.  Box  2123, 
Princeton,  NJ  08543-2123,  (800)  338- 
3282  (voice),  (609)  4520966  (fax). 

The  Ameiican  Camping 
Association  (ACA)  Guide  to 
Acciedited  Camps;  lists  camps  that 
meet  ACA  standards  of  operation; 


A child’s  well-being  is 
a sacred  trust. 

We  work  to  earn  that  trust  by  providing  a pediatric  team 
which  includes  board  certified  pediatricians  in  almost 
every  known  specialty.  That  is  one  reason  why  we  were 
designated  by  the  State  of  New  Jersey  as  the  Children’s  Hospital 
for  Bergen,  Morris,  Passaic,  Sussex,  and  Warren  counties. 

Our  Pediatric  Services  Include... 


• Adolescent  Medicine 

• Apnea  Center 

• Bronchopulmonary 
Dysplasia  Treatment 

• Child  Development 
Center 

• Child  Life  Specialist 
Service 

• Children  and  Youth 
Program 

• Craniofacial  Center 

• Diabetic  Care 

• Early  Intervention 
Program  (EIP) 

• Genetics 

• Maternal/Iniant 
Transport  Service 


• Myelomeningocele 
Treatment 

• Neonatal  Intensive  Care 

• Neonatology 

• Pediatric/ Adolescent 
Psychiatry 

• Pediatric  Allergy/ 
Immunology 

• Pediatric  Anesthesiology 

• Pediatric  Cardiology 

• Pediatric  Dialysis 

• Pediatric  Endocrinology 

• Pediatric  Gastroenterology 

• Pediatric  Infectious 
Diseases 

• Pediatric  Intensive  Care 

• Pediatric  Nephrology 


• Pediatric  Neurology 

• Pediatric  Nutrition 
Program 

• Pediatric  Ophthalmology 

• Pediatric  Pulmonology 

• Pediatric  Residency 
Program 

• Pediatric  Rheumatology 

• Pediatric  Subspecialty 
Clinics 

• Pediatric  Surgery 

• Pediatric  Urology 

• Perinatology 

• Regional  Perinatal 
Center 

• Swallowing  Center 


• We  .actept  .most 

. insurance  plans. 

• Easily  bcccssible  via  .1 
most  n^ajor  roadways.  . 

• We  pH'er  both  an  on- . 
site  gcarqgc  as  well  as 

■ valet  parking. 


• ' ‘ .1  <vrSi.  ‘InscpIVs  I lnspn.ll  ,nul  VU\iu.iJ  uin  • 

\ \ I nn  i\  vi  '♦  I’.Ui.  i^nn,  \ I • < ^ si ) . 'n  I ' m in 


o 

FRir 


Circl.  «17 


260 


MAUni  low  / EIEEPTIOKU  PUEKT  « SI 


Make  vour  child  a star 
in  my  CooperCar! 

and  improvedi 

1)  "irs  power 

2)  Proportional  joystick 

3)  More  speeds 

still... 

Adaptable  to  any  child, 
any  switchand... 

...less  than  $1000! 

BEWAP.E!  You  may  s««  ads  with  products  that 
look  19(0  mino.  but  they  are  simply  more  expensive 

Hi! 

I'm  RJ  Cooper,  inventor  of  the  CooperCar,  SAM, 
and  many  special  needs  computer  programs  for  your 
child.  I've  been  helping  parents  and  professionals 
for  10  years  now,  and  I'm  here  to  help  you! 

When  you  call  me.  I'll  share  with  you  my 
experiences,  methods,  and  materials  that  have 
helped  thousands  of  children  become  successful, 
many  for  the  first  time  in  their  lives! 


CrossScanner 

...lets  one  switch  (or  any 
pointing  device)  do 
everything  on  your  Mac  or 
Windows  computer! 


I also  make  a variety  of  special  needs  software 
for  your  Mac,  Windows,  or  Apple  II  computer. 

So,  for  a free  catalog  or  advice,  call  me,  RJ,  at... 

1 -800-R  JCooper 

Now  accepting  VISA  and  MasterCard 

RJ  Cooper  & Associates 
24843  Del  Prado  #283  Dana  PT,  CA  92629 
Voice:  714  -240-4853  Fax:  714-240-9785 
Email:  rjcoop@aol.eom 

O C(icl*«80 


SAM 

...my  Switch- Adapted 
Mouse  device... 

...lets  you  plug  switches 
into  your  computer! 
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includes  camps  for  children 
with  disabilities;  offers  tips 
on  questions  to  ask  camp 
directors,  what  to  pack,  com- 
bating homesickness  and 
financial  assistance;  also 
available  through  ACA,  6000 
State  Road  67  North, 

MartinsviUe,  IN  46151-7902, 

(800)  42S-2267  (voice),  (317) 

342-2065  (fax). 

“Special”  or  “Regular'’? 

A “regular”  camp  will  intro- 
duce children  to  peers  with- 
out disabilities  as  well  as  to 
peers  with  disabilities  differ- 
ent fix)m  their  own.  A special 
needs  cair^  is  more  likely  to  have  the  equipment,  staff  and 
adulations  needed  for  all  campers  to  participate  in  activities. 
In  addition,  a special  needs  camp  will  provide  a child  more 
opportunities  to  share  feelings,  thoughts  and  stories  of  living 
with  a disability. 


Camp  Courageous  ci'  Iowa, 
Monticello,  lA. 


Expectations 

After  compiling  a list  of  possible  camps,  create  a list  of  expec- 
tations (parents*  and  child’s)  of  what  the  camp  will  provide. 
Should  it  be  a fun  vacation  and/or  a time  to  enhance  skills? 
What  do  the  parents  want  their  child  to  gain  fiom  the  experi- 
ence-friends? increased  confidence?  a new  understanding 
of  the  world  around  them?  Wliat  are  the  child’s  abilities  and 
interests,  and  how  will  each  of  these  affect  the  experience? 

When  these  goals  liave  been  determined,  a list  of  ques- 
tions will  help  narrow  the  field  of  possibilities.  Through  this 
list,  parents  will  be  able  to  get  a good  idea  of  how  the  camp 
will  provide  for  their  diild. 

Directly  asking  “How  will 
you  achieve  this?”  will  tielp 
to  prepare  everyone 
mvolved.  Some  topics  that 
may  be  covered  include: 

• Camp  objectives; 

• Healtli  and  medical  consid- 
erations; 

• Staff-to-camper  ratios; 

• Preparedness  of  staff  to 
deal  witli  emergencies; 

• Physical  terrain  and  ac*ces- 
sibility  of  the  camp;  and 

• References:  Speaking  with 

other  parents  and  children  

with  disabilities  who  have  attended  the  camp  will  give  you 
and  your  child  a more  personal  view  of  the  camp’s  potential. 

Visiting  the  camp  will  let  you  make  sure  that  tlie  layout 
and  surroundings  meet  your  expectations  and  needs. 

Once  all  necessary  arrangements  have  been  made,  sum- 
mer camp  can  truly  become  a time  for  special  memories. 

261  — Jennifer  M.  Koerber 


Camp  Courageous  of  towa, 
Monticello,  lA. 


HEIllTH  (NSURANeE  TROllBLESHOOTEIt 


by  Richard  Epstein 

A New  Insurance  Plan  for 
Individuals  Considered  “High  Risk” 


QMy  IT-year-old  daughter  has 
Down  syndrome.  I previously 
worked  for  a large  company  and  was 
able  to  provide  her  with  the  best  of 
health  care.  Now  I am  self-employed 
and  have  no  health  insurance  for  her. 

My  daughter  is  a healthy  teenager. 
She  loves  camping,  swimming  and 
many  other  activities  that  make  me 
nervous.  However,  I can’t  restrict 
her  activities  ji '.St  because  she  lacks 
adequate  health  insurance. 

Because  of  her  diagnosis,  health 
insurance  is  extremely  expensive. 
Several  insurance  companies  have 
said  that  she  is  in  a high-risk  cate- 
gory and  prone  to  having  accidents. 
I can’t  find  an  affordable  policy. 

J.D.,  Ohio 


A This  issue  needs  to  be  dealt  with 
on  a national  basis.  Hopefully,  it 
will  be  a m^yor  goal  of  Congress.  Tb 
help  persuade  Congress*of  the  impor- 
tance of  this  issue,  it  is  essential  to 
write  to  your  legislators  about  your 
difficulties  in  obtaining  insurance. 

In  the  meantime.  The  Arc,  a national 
organization  on  mental  retardation,  is 
in  the  process  of  establishing  a health 
insurance  program  th;*"  may  meet 
your  daughter’s  needs.  “The  Arc 
Group  Msyor  Medical  Insurance 
Plan”  has  been  specifically  designed 
to  meet  the  needs  of  children  and 
adults  with  Down  syndrome  and 
other  disabilities,  ages  10  to  65. 

According  to  an  Arc  representa- 
tive, the  policy  represents  “the  only 


affordable  commercial  plan  that  we 
are  aware  of  in  the  market  today  that 
does  not  automatically  preclude 
people  with  mental  retardation.” 

It’s  important  to  be  aware,  howev- 
er, that  this  insurance  plan  is  still  in 
the  process  of  development.  The 
information  we  have  is  preliminary; 
specific  policy  rules  may  change  as 
final  details  are  developed.  In  addi- 
tion, while  the  program  does  not 
automatically  exclude  applicants 
with  Down  syndrome,  mental  retar- 
dation or  other  disabilities,  there  is 
no  guarantee  of  acceptai\ce.  Each 
applicant  will  be  evaluated  individually. 

IWo  plans 

The  Arc  wifi  offer  a “Comprehensive 
Plan”  and  an  “Economy  Plan.”  Both 
plans  have  an  individual  lifetime  limit 
of  $1  million.  Each  plan  offers  three 
different  deductibles,  ranging  from 
$300  to  $1,000  per  year. 


MEMBER 


Look  For  This  Symbol 
^ lt!s  Your  Guarantee  of  Quaity 


It  means  your  adaptive  equipment  dealer  is  a member  of  NMEDA  - the  National  Mobility 
Equipment  Dealers  Association  - and  that  he  makes  a special  effort  to  assure  customer 
Safety,  Comfort,  and  Convenience! 

• NMEDA  members  are  professional  factory-trained  and  certified. 

• NMEDA  dealers  use  only  the  proper  tools  and  best  materials,  and  employ  certified  technicians  and  welders, 
because  the  safety  and  welfare  of  their  customers  - and  everyone  on  the  road  - is  their  first  priority. 

• A NMEDA  customer  knows  the  work  on  his  vehicle  has  been  professionally  completed  by  a dedicated, 
caring  and  responsible  dealer  worthy  of  the  customer’s  trust. 

Call  our  toll-free  National  Hotline  for  the  location  of  the  NMEDA  dealer  nearest  you: 

1-800-833-0427 

National  Mobility  Equipment  Dealers  Association 

909  East  Skagwaj^.^e.  • Tampa,  FL  33607  • 1-813-932-8566 


er|c 
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Once  you  have  paid  the  year’s 
deductible,  the  Comprehenwe  Plan 
will  pay  80  percent  of  the  next  $5000 
of  covered  expenses.  After  that,  the 
Comprehensive  Plan  will  pay  100 
percent  of  covered  expenses  based 
on  ^treasonable  and  customaiy” 
charges. 

^rhe  Economy  Plan  will  pay  70  per- 
cent of  the  next  $10,000  of  covered 
expenses,  after  the  deductible  has 
been  met.  After  that,  the  Economy 
Plan  will  pay  100  percent  of  covered 


expenses  based  on  “reasonable  and 
customary”  charges. 

Coverage 

According  to  the  current  proposal, 
both  plans  will  provide  coverage  for 
hospitalizations,  treatment  of  mental 
illness,  x-rays,  anesthesia,  doctors’ 
bills,  rental  of  certain  types  of  med- 
ical equipment,  ambulance  services 
and  laboratory  tests.  Other  medical 
equipment  or  services  may  be  cov- 
ered as  well.  In  addition,  there  are 
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specific  rules  and  limits  for  each  of 
these  services,  and  certain  treat- 
ments or  services  are  excluded. 

Availability 

Tlie  insurance  program  will  be  avail- 
able to  members  of  Tlie  Arc  and  their 
families,  ages  10  to  65.  Unfortunately, 
The  Arc  has  not  yet  been  able  to  estab- 
lish a health  insurance  policy  for  chil- 
dren with  disabilities  imder  the  age  of 
10,  or  for  adults  over  65. 

For  more  information  about  ITie  Arc 
Group  Mayor  Medical  Insurance  Plan, 
write  to  The  Arc’s  insurance  administra- 
tor, the  Albert.  R Wohlers  Con^)any, 
1440  N.  North  West  Hi^way,  Park 
Ridge,  Dlinois  60068-1400,  (800)  323- 
2106  (voice).  They  will  send  information 
as  soon  as  policy  booklets  are  available. 

For  more  infonnation  about  The 
Arc  itself,  or  to  locate  tiae  nearest  Arc 
chapter,  call  The  Arc’s  national  office, 
(800)  433-5255  (voice)  or  (817)  277- 
0553  (TTY).  EP 

Editor's  Note:  Scnne  states  have  estab- 
lished state- mn  health  insurance  poli- 
cies Jbi'  lesidents  who  have  been 
unable  to  obtain  private  coverage.  To 
find  out  if  your  state  offers  this  type  of 
progtamy  contact  the  Parent  Training 
and  Irtfcnination  Center  (PTI)  in  your 
state.  A complete  listing  of  PTlpftv- 
gtams  can  be  found  in  Exceptional 
Parents  1995  Resource  Guide 
(January  1995),  or  the  National 
Parent  Netivork  on  Disabilities 
(7mdSth676S,  VTTY)  can  direct 
you  to  the  nearest  PTI. 
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A New  Perspective  on 
Development 


by  Louie  Mauro 

When  our  first  child,  Alex,  was  bom  in  1989,  we 

were  armed  with  an  arsenal  of  child  development 
materials*  Books  outlining  the  first  years  of  life, 
magazines  charting  the  month-by-month  progression  of 
the  typical  infant.  We  poured  over  the  texts  in  eager 
anticipation  of  each  exciting  milestone.  Each  author 
was  careful  to  explain  that  every  child  develops  at  a 
different  pace,  that  w^e  should  not  place  too  much 
emphasis  on  the  rather  arbitrary  averages  outlined  in 
the  books.  Good  advice,  we  thought,  as  we  eagerly 
charted  our  son’s  development  to  see  how  he  stacked 
up  against  the  ‘‘average”  child. 

Months  passed,  and  an  obvious  truth  became 
apparent — our  son  was  exceptional,  a prodigy,  gifted 
beyond  compare.  Although  he  wasn’t  yet  solving  math 
problems  or  playing  the  violin,  the  way  he  dropped  his 
rubber  ball  into  Tupperware  containers  was  incredible 
to  behold. 

Our  pride  swelled  with  each  new  accomplishment. 
Alex  began  crawling  at  seven  months.  At  10  months, 
he  was  blowing  into  a kazoo — Mozart  probably  didn’t 
do  that  until  he  was  at  least  a year!  At  10  and  a half 
months,  Alex  was  taking  his  first  steps.  At  12  months, 
he  was  playing  hide-and-seek,  and  at  12  and  a half 
months,  he  began  saying  his  first  words. 

Fathers*  Voices  is  a regular  feature  of  Exceptional 
Parent  magazine.  This  column^  coordinated  by 
James  May,  Project  Director  of  the  Natioml  Father's 
Networky  focuses  on  fathers'  experiences  rearing 
chiidyen  with  special  needs.  Your  contributions  to 
this  column  are  encouraged. 

For  more  information  about  the  National  Fathers' 
Network  (NFN)  or  to  receive  theirnewslettery  write 
or  call:  National  Fathers'  Netnvorky  l%e  Kindering 
Center^  16120  N.E.  Eighth  Street,  BeUeme  WA  98008, 
(206)  747-4004  or  (206)  747^1069  (fax).  Funded  by 
a Maternal  and  Child  Health  Bureau  grant,  the  NFN 
provides  networking  opportunities  for  fathers  regardr 
ing  their  common  concerns;  develops  father  support 
and  mentoring  programs;  and  creates  curriculum  as 
a yneayis  of  promotiyig  fathers  as  significant,  nurtur- 
ing people  in  their  children's  and  families'  lives. 


(Top)  Donna  and 
Louie  Mauro  with 
(from  left)  children 
David,  2,  arxi  Alex,  5. 


Playing  with  Daddy:  David  (left)  and  Alex  enjoy 
a game  of  “tickle.” 

At  13  months,  he  was  struck  by  a drunk  driver. 

The  development  books  were  thrown  out.  Alex’s 
severe  brain  iryury  destroyed  most  of  his  former 
functioning,  leaving  only  unanswered  questions.  As  we 
dealt  with  emotions  ranging  from  shock  to  despair,  we 
somehow  tapped  an  inner  source  of  strength.  Believing 
that  “normal”  development  was  still  an  appropriate  goal, 
we  embarked  on  a plan  to  bring  our  child  back. 

Days  turned  to  weeks,  months  to  years.  Therapists 
manipulated  him,  doctors  prodded  him,  lab  technicians 
poked  at  him,  but  nobody  seemed  to  have  any  solutions. 
Alex  made  some  progress,  but  each  subtle  improvement 
was  excruciatingly  slow  and  required  tremendous  effort. 
Success  came  in  the  smallest  of  gains — ^the  increased 
movement  of  his  finger  or  the  turn  of  his  head.  What 
once  seemed  the  simplest  of  tasks — grasping  a rubber 
ball — now  appeared  hopelessly  complex  and  utterly 
unattainable. 

And  yet,  transformations  were  occurring.  Not  so 
much  in  Alex,  but  in  us.  Slowly  we  began  to  appreciate 
the  little  miracles  that  were  never  mentioned  in  the 
child  development  books.  Like  the  day  when,  for  the 
first  time  since  the  accident,  a tiny  comer  of  Alex’s 
mouth  curled  up  in  a barely  noticeable  smile.  Or  when 
we  first  realized  that  the  “gleam”  had  returned  to  his 
eyes.  Tliose  small  events  would  once  have  been  over- 
looked. But  now,  with  eyes  opened  by  tragedy,  we  had 
come  to  recognize  the  magnitude  of  such  moments. 

In  the  midst  of  our  transformation  came  another 
miracle — the  birth  of  our  second  son,  David.  As  David 
grows,  our  sense  of  wonder  deepens.  His  developmental 
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m MOM! 

I'm  “Ready  To  O-o  Outside! 


WaTHSHBREAKEfr 


The 

GuhhySacit 


The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there’s  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns.  And, 
for  keeping  legs  and  feet  warm  and  dry,  nothing  beats  The 
GunnySack  ...  for  the  one  you  love!  For  more  information, 
contact  your  local  medical  supplies  dealer,  or  call: 

800-795-2392 

^DIESTCO  Mfg.  Co  P.O.  Box  6504,  Chico,  CA  95927 


Circle  #105 


FUN  WHEELER 


Fake  your  child  For  a DELIGHTFUL,  effortless  ride  on  the  beach,  through 
the  \v(xk1s,  over  nature  trails,  and  all  those  places  a wheelchair  can  not  go. 
With  the  special  patented  soFt  plastic  pneumatic  wheels  on  the  FUN 
WMEFJ.XR,  sand  or  unex'cn  terrain  is  as  EASY  to  traverse  as  concrete! 

WE  CUAR/\NTEE  IT !! 


• Carrie  Seal  by  Tlimbleforms  easily  attaches  for  added  postural  support 

• Adjustable,  detachable  handle 

• Adjustable  length 

• Disassembles  simply  w/o  tools  for  convenient  transport 


Im|uire  alumi  our  Sport  Wheeler  I n teens  and  adults! 

1-80(K368-1880 

Office  804-461-1 122  • Fax  804-461  0383 


Refx-inlecl  By  perm'ssKXx  of  J.A  pfcslcn 
Coo.'orai'on  19i^.  Bissel  Healtticare  CofpofntRyi 


57 11 A Scllger  Dnv&.  Dept.  E. 
Norfolk.  VA  33502 


me, 
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Fathers’  Voices 


; pace  is  stunning.  He  initiates  movement  without  our 
‘ intervention,  as  if  compelled  by  some  innate  mecha- 
I nism.  Nor  is  it  necessary  to  “stimulate”  his  responsive- 
• ness;  he  interacts  as  if  by  magic.  Miraculous, 

: “impossible”  tasks,  like  grasping  a rubber  ball,  he 
! accomplishes  effortlessly. 

i Child  development  books  would  describe  David’s 
progress  as  “normal”  or  “average.”  We  know  better. 

We  have  been  offered  a glimpse  at  the  complexities 
I attendant  with  every  blink  of  an  eye  and  every  twitch  of 
a finger,  with  that  vision  comes  a newfound  appreciation 
for  the  miracle  of  life.  Development — any  development — 
is  nothing  short  of  exceptional. 

We  once  viewed  the  matuiation  process  as  something 
I to  expect.  We  now  see  it  as  something  to  revere.  We  have 
j been  blessed  with  two  precious  gifts,  and  for  us,  each  new 
I day  is  a cause  for  celebration.  EP 

i 

I Louie  Mauro  lives  with  his  wife,  Donna,  and  their 
I two  sons,  Alex,  5,  and  David,  2,  near  Sacramento, 

\ California.  Louie  is  a Deputy  Attorney  General  with 
\ the  Califoi-nia  Dej)artment  of  Justice,  and  also  setnes 
I on  the  Board  of  Directors  of  the  Head  Ttaumn  Support 
: Project  in  Sacramento. 


i 


^^nderwagen  products  now  available  through^ 

TAYLOR 


I 


.<  > I 


Uea 

Compaci'  ^‘‘Idable  poshchalr,  constajcted 
of  durable  lighfwel^t  aluminum  with 
multiple  adjustment  possibiittles  Including 
RECUNE.  A unique  fading  mechanism 
offers  greater  sect  support  when  opened 
than  similar  pushchairs. 


Jumbo 

Tilt  and  recline  rrx^Dlllty  base  for  orthopedic 
seattrrg  systems  with  growth  capability. 

Also  available  as  a pushchair  with  1 2*  wheels. 
Standord  features  Irxctude  foldobSIty,  height 
adjustable  handles,  drum  brakes  ar^  swing  out 
front  costor  design  so  footrest  does  rot  Impede 
swivel  action. 


Toro 


Proro  walking  aid  for  early  lnterver\tlon. 
Hands  free  steering  system  o#ows  child  to 
rovlgate  with  sinple  upper  body  movement. 
Features  a unique  wel^t  activated  brakirp 
system. 


V 


TAYUOR  MA)E^’' 

HE4LTHC4RE 

lOWMtWiAvmw 
Clovmvito,  N*w  Vork  12071 
(KID  773-9344  * Fax- (til)  773-9373 


Call  US  for  the  dealer 
nearest  you. 
1-800-2S8-b942  ^ 


265 


Circle  #134 


Tony  Coelho 


‘‘Epilepsy  gave  me  a mission.  ” 


Tony  Coelho  authwvd  theAmencans  nnth  Disabilities  Act 
when  he  was  a Demoaxitic  corigressmanfiwn  California. 
Coelho,  52,  is  now  pr'esldent  and  CEO  of  WeiHieim 
Schtodcr  Investment  Seivices,  a Neiv  Yatic-based  asset 
wanagement  firm,  and  chainnan  of  the  PivsidenVs 
Committee  on  Employment  of  People  with  Disabilities. 

Coelho  lives  in  Atexandna,  Virginia  with  his  wife, 
Phyliss  and  two  teenage  daughters,  Nicole  and  Kristi. 

I was  a happy  kid,  living  and  working  on  the  family  farm 
in  California,  good  in  school,  fair  at  sports  and  popular 
with  girls.  I wanted  to  be  a trial  lawyer  and  later,  a 
priest.  I had  no  idea  that  my  life  would  not  go  as  planned. 

Eveiything  changed  when  the  pickup  truck  I was 
riding  in  flipped  over.  I got  a nasty  bump  on  the  head,  but 
you  recover  fast  when  you’re  15. 

I was  milking  cows  when  I had  my  firet  convulsion — a 
grand  mal  seizure.  My  parents,  children  of  religious 
Portuguese  immigrants*,  sent  me  to  faith  healers,  seeking 
a supernatural  explanavion  for  what  they  couldn’t 
understand.  But  the  convulsions  continued. 

After  high  school,  I entered  Loyola  University  in  Los 
Angeles,  where  I was  president  of  the  student  body.  In 
my  senior  year,  I applied  to  a Jesuit  seminary.  They 
were  overjoyed  to  accept  me,  an  intelligent  young 
leader  deeply  committed  to  serving  God. 

But,  the  cross  I was  destined  to  carry  was  the  stigma 
of  disability,  not  the  crucifix  of  a priest. 

During  a routine  physical  for  the  seminary,  I learned  I 
had  epilepsy.  Like  many  with  unexplained 
physical  or  mental  problems,  I felt  freed. 

Now  that  it  was  understood  that  my  repeat- 
ed seizures  resulted  from  a brain  ii\jury  and 
could  be  treated,  I thought  everything 
would  return  to  nonnal. 

I realized  ray  naivete  when  I broke  the  news 
to  my  father. 

**No  son  of  mine  has  epilepsy!”  he  shouted. 

“This  one  does!”  I shouted  back. 

I then  disc'overed  that  my  parents  had 
known  about,  my  epilepsy  years  earlier,  but 
wouldn’t  accept  it.  Centuries-old  prejudice 
held  a fii*m  grip  on  their  minds.  In  medieval 
times,  people  who  had  “fits”  were  consid- 
ered possessed  by  the  devil,  and  for  some 
people,  this  belief  persists. 


Richaitl  Marriott,  chairman  of  Host  Marriott  Corp,  talks  with 
Coelho  at  the  President’s  Committee  on  Employment  of  People 
with  Disabilities  annual  conference,  in  Atlanta,  May,  1994. 


Coelho  at  ago 


Relief,  but  persecution 

The  diagnosis  which  had  given  me  such  relief  was  the 
beginning  of  the  personal  and  institutional  persecution  so 
familiar  to  people  with  disabilities. 

I was  expelled  from  the  seminary.  Sony,  they  said,  but 
epileptics  are  not  eligible  for  the  priesthood. 

When  the  doctor  reported  my  epilepsy  to  state  authori- 
ties, my  driver’s  license  was  revoked.  Soon  after,  my  health 
insurance  was  canceled. 

Because  I wouldn’t  lie  on  employment  applications,  I 
couldn’t  get  a job.  /il  the  offers  Fd  had  since  graduation 
disappeared.  Not  even  the  army  would  take  me,  though 
they  were  drafting  others  my  age  for  Vietnam. 

Nothing  sbout  me  had  changed  since  taking  that 

physical,  but  suddenly,  I was  an  “epileptic,” 
an  outcast. 

Booze  helped  me  through  the  idle  days 
and  lonesome  nights.  I was  out  of  work,  out 
of  luck  and  out  of  hope,  scared  to  face  the 
future  in  a world  where  no  one  wanted  me. 

Hope  from  Hope 

I had  seriously  considered  suicide  until  a 
Jesuit  priest  provided  me  with  an  opportunity 
to  live  with  the  Bob  Hope  family.  Mr.  Hope 
befriended  me.  “If  you  find  your  way 
blocked,”  he  told  me,  “find  anotlier  route  to 
get  where  you  wimt  to  bo.” 

He  suggested  I find  a ministry  outside  the 
churcli,  perhaps  in  Congress.  So,  I b('gan 
my  career  in  polities. 
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O R A L G 1 E N E 


Because  Your  Dentist  Won’t  Fit 
In  the  Medicine  Cabinet 


• Toothbrushing  System 
Designed  by  Dentist 


# Automatically  positions 
bristles  beneath  the  gumline 
to  clean  and  massage  properly 

# Cleans  upper  and  lower  surface 
of  your  teeth  simultaneously  in 
under  60  seconds 

# Clinically  proven  to  remove 
plaque,  and  combat  tooth  decay 
and  gum  disease 

# Easy  to  use  for  all  ages 
CALL  TOLL-FREE  TO  ORDER 


. l'800-933'().725  . : 

Visa,  MC,  AmcX.  Disc 


OFFER:  ORALGIENE*  $79.95 
plus  $5.00  S/H  Plus  FREE  Travel  Pouch 

*Oralgicne  unit  includes  2 Color  Coded 
Brush  Heads,  Battery  Tack, 
Recharger  and  Storage  Stand 
or  Send  Check  in  Mont^  Order  to: 

ORALGIENE  USA  INC 

42 1 N.  Rodeo  Drive  * Suite  15114 
Beverly  Hills.  C A 90210 

**i'A  NY  RvMdcnts  please  add  appluahle  taxes. 
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Role  Models 


What  I once  considered  a curse 
forced  me  to  face  life,  shaped  me 
and  strengthened  me.  Above  all,  it 
gave  me  a mission  as  an  advocate 
for  people  with  disabilities,  and 
God  has  favored  my  efforts  by 
granting  me  so  many  pulpits  from 
which  to  speak. 

I’m  an  effective  fund  raiser  for 
political  and  chetritable  causes 
because  I am  immune  to  rejection. 
Nothing  can  compare  to  the 
rejection  I felt  when  my  family 
refused  to  acknowledge  my 
epilepsy.  No  humiliation  could  be 
greater  than  being  marked  as 
unworthy  of  serving  God  and  your 
country. 

Hme  has  not  erased  the  scars. 

They  remain  as  razor-sharp 
reminders  of  that  fear,  frustration 
and  anger  which  I want  no  one  else 
to  fed,  ever  again. 

Advocacy 

In  Congress,  I wrote  and  fought  for 
passage  of  the  Americans  with 
Disabilities  Act  (ADA)  to  secure  the 
rights  of  this  nation’s  largest  minority. 
The  ADA  prohibits  discrimination  in 
employment,  transportation, 
telecommunications  and  public 
accommodations.  It  has  also 
sparked  a swelling  empowerment 
movement,  which  is  where  our 
future  lies. 

I served  10  years  in  the  House  of 
Representatives  and  know  how  the 
system  works.  Advocacy  is  a 
personal  matter. 

No  lobbyist  can  make  the  case  for 
insurance  reform  like  a mother 
whose  child  has  been  refused  cover- 
age because  the  only  available  treat- 
ment is  "experimental.” 

No  lobbyist  can  express  the  rage 
of  someone  who  has  recovered  from 
a coma  only  to  find  out  he  cannot 
get  the  therapy  he  needs. 

No  lobbyist  knows  the  need  for 
personal  assistants  like  the  man 
who  once  said  to  me,  “What  good  is 
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the  ADA  if  I can’t  get  out  of  bed?” 

Please,  don’t  ever  underestimate 
the  power  of  your  one  voice  and 
your  one  vote.  Self-advocacy 
begins  by  understanding  that  rights 
are  never  bestowed;  they  are 
claimed. 

We  can’t  let  one  law  make  us 
complacent,  especially  now  when 
we  are  beating  at  the  doors  of 
reform  in  health  care,  education  and 
civil  rights. 

Our  fight  is  not  just  about  tearing 
down  walls  and  widening  door- 
ways. Its  a struggle  for  the  soul  of 
America  to  reaffirm  its  highest 
principles  of  equality  and  justice. 
The  outcome  will  be  a statement 
about  who  we  are  and  who  we 
want  to  be. 

In  today’s  global  economy  we 
don’t  have  a worker  to  waste,  yet, 
in  the  disability  community, 
unemployment  is  at  24  percent, 
nearly  four  times  the  national 
average.  Talented,  capable  people 
still  receive  pity  and  paternalism 
instead  of  individual  sovereignty. 
This  is  bad  for  us  and  bad  for  the 
country. 

Since  the  November  elections, 
we’ve  been  told  the  people  are 
angry.  They  want  changes.  They 
want  results.  And  they  want  it  now. 

So  do  people  with  disabilities. 

We  want  the  barriers  removed.  We 
want  the  chance  to  work.  We  want 
acceptance  in  our  communities. 

We  want  our  abilities  recognized. 

We  want  our  dignity.  And  we  want 
it  now. 

Discrimination  hardens  you,  but 
it  also  heightens  your  awareness 
of  each  person’s  responsibilities 
to  others.  We  need  to  inspire  those 
who  have  lost  hope,  and  become 
a leadership  force  for  new  growth 
and  prosperity.  We  need  to  take 
charge  of  the  issues  which  affect 
our  families  and  our  nation  because 
weVe  been  waiting  in  line  for  a 
long,  long  time.  fiP 
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Kvn  IIMNUK’I  . 
Television  is  important  for 
America's  disability  ^mmuMity! 
The  nelwprk's  programming 
helps  Americqns  with  disabili- 
tio'/mov,e  ifrtg  mainstream  life 
by  (hmiging  perceptm'ns.  - 


^ K\i.i  ii.iOM  on  . 

not  only  giye?  people,  with 


disabilities  u new  means  ol 
communication,  but  televisibn 
gives 'uil  Aniericans'un  . 
opportunity’lo  maximize 
.abilities.  . 


SENAJOR  BOB  DOLt 


^^NAJOR  WM'HARHIf^ 


Please  join  March  of  Dimes 
and  K\l  i lit*  >M<UM;With 
your  help,  we  con  improve  the 
quality  of  life  tor  Amorixcms 
with  birth  defects  and  other 
disabilities.  And  wD  can  odet 
quality  programming  the  whole 
fomily  cun  enjoy.  . . 


JR. 


DR.JfNU/nR  i WOVVSf 
Pmsidcnt 
Ato/c/i  oY  0/mes 
Bffth  Defects  fouftdafion 


JAMfS  L mUAMS. 
President  and  CfO 
NtHionnl  fester  Seal  Soefety 


^As  one  of^9  iniijion 
Americans  who  happens  to 
have  a disability,  like  1 ' 
happen  to  have  epilepsy,  ' 

I tn  very  excited  obout 

K\i  I lUtNCOl’h.  M\ 

use.s  the  extreordinaty  power- 
. of  television  to  conmrunicole  ■ 
ideas  and  positive  ro!e.*idodels 
for  our  coi.nplex  society. 


rOW)^C5f(WO,  Cboinmw 
Pr-esidenf  s^CommiffPi^ 
on  Employ  went  of  P^pfe 
with  Disabilities' 


J5in  with  us  at  faster 
S.eals'*hnd  l\  \1  !■  1 1 )t  )SU  . 
We  want  to  share  vilaj,  aced- 
rale  iniormution.  We  want  to 
brighten  American  homes  from 
cQost  to  coast'with  good, 
quality  television. 


- ■ Wc'rc  delighted  to  join 
K \l  1 11  H t|’|-  in  the 
'Calling  on  Cable"  compaign.  I 
hope  you.  will  become  o port  of 
the  effort'  to  bring  this  exciting 
network  to  every  home  in 
America.  ^ 


ELAINE  i iHAO 
Piesident  tjnr/  CfO 
United  tVoy  of  Amenta' 
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AMERICA'S  DISABILITY  CHANNEL 


Income  Tax  Tips 

by  L Mark  Russell,  Arnold  E.  Grant 
and  Richard  W.  Fee 

Families  Utat  include  a member  with  a disability  axe  often 
entitled  to  deductions  and  credits  unavailable  to  others. 

Here  is  a summaiy  of  some  items  of  particular  interest 

Exemptions  For  Dependents 

You  can  take  a deduction  of  $2,450  for  yourself  and  for 
each  person  who  is  your  dependent,  whether  or  not  the 
dependent  has  a disability.  This  deduction  is  limited  for 
high-income  taxpayers. 

A person  is  considered  your  dependent  if  you  provide 
more  than  half  the  person’s  siq;^rt  and  the  person  is  relat- 
ed to  you.  To  determine  this,  compare  the  amount  of  sip- 
port  you  contributed,  with  the  entire  amount  of  support 
received  from  ail  sources,  including  the  person’s  own  funds 
and  government  funds.  Support  includes  money  spent  to 
provide  food,  shelter,  clothing,  education,  health  care, 
health  insurance  premiums  (including  premiums  for  supple- 
mentary Medicare  coverage),  recreation  and  m allowance. 
Support  is  not  limited  to  necessities. 

Medical  insurance  benefits,  including  Medicare  benefits, 
are  not  considered  part,  of  support  If  a dependent  receives 
Social  Security  benefits  and  uses  tirem  toward  his  or  her 
own  support,  the  payments  are  conadered  as  support  pro- 
vided by  the  dependent  State  benefit  payments  based  on 
need  are  considered  support  provided  by  the  state. 

If  a dependent  is  a full-time  student  scholarships 
received  are  not  included  in  total  support  This  includes  the 
value  of  education,  room  and  board  provided  for  your 
dependent  This  also  applies  to  payments  tot  room,  board 
and  tuition  provided  for  a child  attending  a special  school 
even  if  the  payments  are  made  by  the  state. 

Unless  your  child  is  a student,  you  cannot  claim  your 
child  as  a dependent  if  he  or  she  was  19  or  older  at  the  end 
of  the  year  and  had  a gross  income  during  the  year  exceed- 
ing $2,450.  If  your  child  is  a student  younger  than  24,  this 
gross  income  test  dc»es  not  apply.  If  you  claim  your  child  as 
a dependent,  your  child  cannot  claim  a personal  exemption 
on  his  or  her  own  return. 

Medical  Expense  Deduction 

A taxpayer  is  entitled  lo  a tax  deduction  for  medical  expenses 
(which  are  not  reimbursed  by  health  insurance)  for  the  taxpay- 
er and  his  or  her  dependents.  For  these  purposes,  d^ndent  is 

Free  Tax  Publications 

All  IRS  publicalions  and  forms  can  be  ordered  al  no  charge  by  calling  the  IRS  toll-free 
at  (800)  829-3676. 

Pub.  907.  Tax  Highlights  for  Persons  with  Disabilities,  briefly  explains  lax  laws 
applying  to  persons  with  disabilities  and  directs  readers  to  sources  of  detailed  informa- 
tion, such  as:  Pub.  502.  Medical  and  Dental  Expenses:  Pub.  503.  Child  and  Dependent 
Care  Expenses;  Pub.  524.  Credit  for  the  Elderly  or  the  Disabled;  Pub.  525.  Taxable  and 
Nontaxable  Income;  and  Pub.  915.  Social  Security  Benefits  and  Epuivaient  Railroad 
Retirement  Benefits. 
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defined  as  above,  exc^  that  the  “gross  income  test”  does  not 
appfy.  For  the  purposes  of  this  deduction,  the  person  must 
have  qualified  as  a dependent  at  the  time  the  medical  services 
were  provided  or  'wdien  the  bill  was  actually  paid 

• Medical  expenses  are  deductible  only  to  the  extent  they 
exceed  7.5  percent  of  “adjusted  gross  income.” 

• Medical  expenses  may  be  deducted  only  if  you  itemize 
your  deductions  on  Schedule  A,  Form  1040,  commonly 
called  the  “long  form.” 

A cbductible  medical  expense  includes  any  amount  paid 
fOT  the  diagnosis,  cure,  mitigation,  treatment  or  prevention 
of  disease,  or  for  the  purpose  of  affecting  any  structure  or 
functicm  of  the  body  and  for  transportation  costs  on  trips 
primarily  for  and  essential  to  medical  care.  This  definition  is 
interpreted  broadly,  expenses  that  you  may  not  think  are 
qualifying  may  be  deductible  medical  expenses. 

When  families  with  childr^  who  have  disabilities  deduct 
large  amounts  of  medical  expenses,  they  draw  special 
notice  from  the  Internal  Revenue  Service  (IRS).  To  reduce 
the  IRS’s  sui^icions,  describe  your  child’s  disability  in  a 
letter  written  by  yourself  or  your  child’s  doctXM;  and  attach 
it  to  your  tax  retura 

Also,  be  sure  to  sfccoe  your  rece^ts  and  canceled  checks 
caiefulfy.  Good  lecoiri  fceq?ing  is  one  key  to  good  tax  plaimiir^ 

TaxCrectits 

hi  addition  to  deductions,  a variety  of  tax  credits  may  be 
available.  Unlike  deductions,  credits  are  subtracted  directly 
from  taxes  due  and  are  therefore  more  valuable. 

• GMi  (md  Dependent  Ckxie  Credit:  If  you  pay  someone  to 
care  for  a dependent  so  that  you  and  ycmr  ^use  can  work, 
atteiKi  school  or  look  fox  work,  you  may  be  entitled  to  take  the 
Child  and  Dgiendent  Care  Credit  The  limit  on  work-related 
care  expenses  is  $2,400  for  one  qualifying  person  and  $4,800 
for  two  or  mcxe  persons.  The  credit  is  conqjuted  on  Foim  2441 
if  you  file  Form  1040  or  Schedule  2 of  Form  1040A 

• Earned  Income  Credit  If  your  adjusted  gross  income  is 
less  than  $23,756  and  you  had  a child  with  a disability  (or  a 
minor  child  without  a disability)  living  with  you  for  at  least 
six  months  of  the  year,  you  may  be  entitled  to  the  Earned 
Income  Credit  You  may  qualify  for  the  credit  with  an  adjust- 
ed gross  income  less  than  $25,296  if  you  had  two  or  more 
qualifying  children  living  with  you. 

The  amount  of  the  credit  is  determined  from  tables  pub- 
lished by  the  ERS.  The  credit  varies  depending  on  income 
and  number  of  qualifying  dependents. 

If  the  credit  exceeds  the  amount  of  taxes  you  owe,  you  can 
get  a refund  Use  Schedule  EIC  of  Form  1040  or  1040A  to  claim 
the  credit  Tlie  credit  is  also  available  if  you  use  Form  1040EZ. 
Figuring  your  taxes  can  be  very  complicated  Good  luck!  EP 

This  summartj  is  based  on  Piannisg  For  The  FvnmE,  by  L. 
Mcoic  Russdi  A)ndd  E.  Gmni  Siuzanne  M.  Joscq^  and 
Rickard  W Fee.  Easy  to  imd  ayvd  undetstand,  this  400-page 
book  is  (lesigtied  as  a comprehmsiiv  Umiment.  of  the  life  and 
estate  planning  process.  The  book  can  be  (ndetvdfivm 
Exceptionaj.  Parent  Lierary  (800/535-1910). 
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Back  and  forth,  in 
and  out  of  conven- 


tional hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child’s 
neurological  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 
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Hospital  fin' Children  and  Adolescents  * 9407  Cumherlajul  Road  * Nciv  Kent,  Virginia  23124  * J*'800*'368-3472 
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Circle  #123 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 


With  its  unique  nuxJel,  The  Evergreen  Center  has  a history  of  successfully 
tnmsitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classnx^m,  in  the 
community  and  in  their  residence. 

Students  receive  wKational  training  and  experience  real  work  opportuni' 
ties.  Students  are  supported  with  behavior  development  programs,  medical 
and  family  scn  ices,  and  physical,  speech,  or  Lxcupational  therapy. 

Our  Students*  Challenges 

• Autism  • Hearing/Sight  Impainiient 

• Mental  Retardation  • Severe  Maladapti\  e Behavior 

• Physical  Disability 

The  Evetgieen  Center  is  a licensed,  private,  non-profit  residential  sclxxd 
offering  students  and  their  families  from  across  the  countrv’  and  abroad 
residential  programming  12  months  a year.  For  more  infonnation  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 

EVERGREEN  CENTER 

MS  Fortune  Blvd.,  Milhird,  Massachusetts  01 757 
D508M78^5597 
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A SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS! 

This  Reply  Card  et^bles  you  to  receive  FREE  information  atxxit  products  and  services  seen  in 
Exceptional  Parent. 

How  to  use  this  service 

1 . Locate  the  number  at  the  bottom  of  each  ad  or  refer  to  the  Directory  of  Advertisers 
Z Circle  the  numbers  on  the  Reply  Card  that  correspond  to  Oie  companies  or  products  about  which 
you  would  like  to  receive  free  literature 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the  postage  paid caiO  You  will  receive  free 
literature  from  each  company  for  which  you  circled  a number. 
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Market  Place 


Adaptive  Seating  & Positioning 


Dynamh:  Medcal 
EqpdpnMil,llDL 

51  Rushmore  Street 
WestburyNY  11590 
(516)333-1472  (516)  333-1817  fax 


Bicycle  Itailer 


Blua  Sky  Cycle  Carts 

PO  lox  5788 
Bend  OR  97708 
(503)  383-7109 

Enjoy  cycling  with  the  whole  family. 
We  offer  customized  bicycle  trailers 
adapted  to  carry  children  & adults 
with  special  needs. 


Clothing 


Cribs  &*Youth  Beds 


HARD  Manufacturing 

22^  Grider  Street 

Buffalo.  NY  14215 

(800)  USE-HARD 

The  #1  mfg.  sets  the  standard  for 

safet-,  in  hospitals.  216  colorful 

models  available.  HARD  will  adapt 

products  to  meet  your  special 

requirement. 


Equipment  Dealers 


National 


Richman  Cotton  Company 

100%  Cotton  Clothing  & Blankets 
Easy  to  dress.  Easy  to  see. 

FREE  Catalog. 

800-992-8924. 


Consulting 


Paynter  Educational  Partners 

RO.  Box  42829-1001 
Houston.  TX  77242-2829 
(713)  568-7954 

Call  for  FREE  Guide  for  parents  & 
FREE  20  minute  consultation  for 
education/social  skill  problems  or 
write  for  FREE  copy  of  Guide. 


AMERICAN  DISCOUNT  MEDICAL 

FOR  DISCOUNTS  ON  ALL  YOUR 
EQUIPMENT  NEEDS! 

Save  $100  on  MacLaren  or 
Pogon  Strollers.  $150  on  Convaid. 
$325  on  Carrie  Rover.  Substantial 
discounts  on  wheelchars.  scooters 
and  Jay  or  Roho  Cushions.  Call 
800-877-9100  for  FREE 
BROCHURE. _ 

Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham.  MA  02254-9055 
(617)  894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 

Sales  and  Service.  Please  call  for 
more  information. 


Free  Catalogs 


Consumer  Care  Products,  Inc. 

PO.  Box  684 

Sheboygan.  Wl  53082-0684 
(414)  459-8353 


BOOKS,  AUDI0/VIDE0&  EDUCATIONAL  MATERIAL  ^ 


Books  for  Parents 
and  Professionals 


Turtle  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  colorful 
illustrations  address  real  issues  found 
in  the  lives  of  real  children  v^ith  dis- 
abilities. Provide  a bridge  of  under- 
standing for  your  children  with  dis- 
abilities. siblings  & friends.  FREE 
Brochure.  Jason  and  Nordic 
Publishers,  PO  Box  441 . Hollidays- 
bu^.  PA  16648.  FAX  (814)  696-4250 

FREE  CATALOG: 

BEST  BOOKS,  TAPES 

Lg.  print  & videos  for  people  w/disabil- 
ities  on  emptoyment.  children,  health, 
recreatbn.  parenting,  finance,  travel, 
gardenirig.  housing  & rnore.  Call  800- 
669-5657;  \write  SP  s Mailbox  Books 
& Tapes  4041  W.  Wheatland  Rd 
#156-359  Dallas.  TX  75237 


Educational  Materials 


Private,  501(c)(3) 
Nonprofit  (immunity 


Free— The  1995  Woodbine 
House/Speclal-Needs 
Collection,  a catalog  of  excellent 
books  for  parents,  children,  and  pro- 
fessionals on  autism.  CP,  Down  syn- 
drome. Tourette  syndrome,  mental 
retardation,  visual  imparment,  physi- 
cal disabilities.  sp>ecial  education, 
and  more.  Woodbine  House,  6510 
Bells  Mill  Road.  Bethesda.  MD 
20817.(800)  843-7323. 


Special  Camp  Guide 


Special  Camp  Guide  1995. 

A directory  of  summer  programs  in 
the  northeast  for  children  with  spe- 
cial needs.  Checks  or  money  orders 
for  $10.00  payable  to  Resources 
For  Chikkan  with  Specia!  Needs, 
200  Park  Ave.  So,,  Suite  81 6,  New 
York.  NY  10003,  (212)  67/-4650. 


Catalogs 


Free— The  NEW  Special 
Needs  Project  Book  Catalog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  & pro 
fessionals.  Special  Needs  Project, 
3463  State  Street.  Santa  Barbara. 
CA  93105.  (800)  333-6867. 


o 

ERIC 


H\(’OT.()NAL  PaKKST’s 

1995 

RESOURCE  GUIDE 

iSold  srpamtelfjjbr  $0.95 

Call  800-535-1910 


The 

y\rt)orW^y 
.Schcx)l  ' 


“THEIR  COMlVnJNITY...Wrra  OUR 
HELP”  Residential,  day,  and  evening 
progran^s  and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Aimandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 

THE  ARBORWAY  SCHOOL 

A 24  hour  learning  experience  v/hich 
provides  indhidu^ized  services  for 
multihandicapped  students. 

• 1:2  staff  to  student  ratio 

• clinical  consultants  on  staff 

• recreational  and  leisure  activities 

• vocational  training  & on-site  work 

• 12  month  program 

• ages  6 through  22 

Contact:  Carolyn  MacRae, 

Executive  Director 
ArborWay  School 
147  South  Huntington  Avenue 
Boston,  MA  02130 
(617)  232-1710 


33rd  Year 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 

A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

2,  4,  8 wk.  sessions.  Highly  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Bniria  K.  Falik,  Ph.D. 

Camp  Huntington 

56  Bruceville  Road 

Higli  Falls,  NY  12440 

(914)  687-7840/(914)  679-4903  winter 


Put  Your  Honey  in  a Gunny 

The 

Gunny  Sacit 

Lap,  Leg  and  Feet  Cover 

• Fleece  lined  for  warmth 

• 100%  waterproof 
To  Order  Call 

800-795-2392 

^ DIESTCO  Manuticturing 
"P.O.  Box  6504*  Chico,  CA  95927 
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EXPANDED 
CATALOG  FEATURES 
OVER  5000 
THERAPEUTIC, 

RECREATION 
AND  TEACHING 
PRODUCTS 

Exciting  and  new:  outstanding 
books  on  active  learning, 
movement  education,  more  balls 
that  make  sound,  hand 
therapy  "squee:^  things'', 

stimulating  aromatherapy  products.  Our  own  line  of 
adjustable  positioning  chairs  & positioning  equipment 
plus:  adapted  toys/games/furniture,  aquatics, 
gross  motor,  rideons,  manipulatives, 
active  piay/balls,  sensory 
stimulation  products. 


Circto  #132 


ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  progrartts  that  include: 


• Physical  Therapy 

• Occupational  Therapy 

• Speech  and 
Language  Therapy 

• Communication  Aids 


• Special  Education 

• Music  Therapy 

• Special  Medical 
Attention 

• Adapted  Recreational 
Activities 


Incontinence 


Mwtteat  Supply 

2006  Crown  Raza  Drive 
Columbus,  OH  43235 
(800}  242-2460 
ATTENDS  YOUTH  BRIEFS  fits 
children  35-75  lbs.  $51 .95/cs  (96), 
Free  Delivery.  Also — Depend, 
Serenity,  other  items.  Manufacturer's 
coupons  ac^ted.  Free  Catalog! 

Suraiine  Medical  Products 

324  Werner  St.,  PO  Bex  67 
Leipsic,  OH  45856 
800-654-3376 

Call  DMP  for  all  your  incontinent 
needs  such  as  briefs,  pants,  pads 
and  liners,  as  well  as  skin  care 
produc^s._Call  for  FREE  catalogI 

H.DXS. 

1215  Dielman  Industrial  Court 
Olivette,  MO  63132 
(800)  538-1036 

ou/'  aef  in  this  issye. 

^mmers  Uboratories,  Inc. 

Collegeville,  PA  19426 
(800)  533-SKlN  (7546) 

Triple  Paste^*^  for  diaper  .rash  and 
chronic  irritation.  Used  at  leading 
children’s  hospitals.  Available 
without  prescription.  Call  now  for 
free  treatment  information. 

Little  Angel  Health  Netwoilc 

PO  Box  644 
Ringwood,  NJ  07456 
(201)  962-9307 
Searching  For  Medical 
lnformation?You’ll  find  the  answer 
through  theUttle  Angel  Health 
Network.  Freebrochure  explaining 
how  to  ordera  customized,  confiden- 
tial reportcontaining  the  latest  med- 
icalresearch  on  your  child's  condition. 


Monitoring  Systems 


Care  Electronics 

5741  Arapahoe  Rd..  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify 
caregivers  when  their  wanderer 
leaves  home.  Locate  them  up  to 
ONE  MILE  away.  FREE  catalog! 


* Software 


UCLA  Mlcrocomputar  Project 

1000  Veteran  Avenue/Rm  23-10 
Los  Angeles,  CA  90024 
(310)  825-4821 

Catak^  of  dev.  appropriate  software 
fa  children  w/disab  18mths-5yrs. 
Apple,  Mac.  IBM.  cause/^effea.  game 
fonnat,  basic  preschool  concepts 


Van  Conversion  Dealefs 


HMS,  open  to  students  two  to  21  years,  offerc  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  Interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 


For  more  Information  write  or  call: 

Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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Massachusetts 

Handicap  Mobility  Inc. 

81  Pond  St. 

Norfolk,  MA  02056 

(506)384-1220 

The  premier  yi  service  adaptive 

equipment  center  in  N.E.  R^sed 

Roofs,  Lowered  Floors,  Van 

Caiversions,  Loaders  & Lifters. 


Indiana 

Folward  Motkms 

214  Nf^lley  Street,  Dayton,  OH  45404 
(513)  222-5001 

Full -Size/Mini -Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 

Kentucky 

Forward  RAo^s 

214  vaey  Street,  Dayton,  OH  45404 
(513)  222-5001 

Full -Size/Mini- Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 


Tri-state  Mobility  Inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
Nevv/Used  handicapped  vans 
Immediate  delivery 
available. Trade- ins  welcomed. 
NMEDA  member. 

New  Jersey 

Areola  IIAobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/ 

(800)  ARCOLA-1 
New-Used -Trade -Lease- Buy. 

Full  sized,  mini,  rear  and  side 
entry.  We  carry  products  from 
the  following  manufacturers: 
Braun,  KneeKar,  Vantage,  Ricon, 
and  Pick-A-Lift.  If  we  don't  have 
it,  we'll  find  it!  Financing  is 
available.  NMEDA  Member. 
Please  call  for  more  info. 

Monmouth  Vans, 

Access  & Mobility 

5105  Route  33/34 
Farminqdale,  NJ  07727 
1 -800-221  -0034 
Car  & van  modifications/driver 
or  transport.  Major 
Manufacturers:  Braun,  Crow 
River,  Mobile  Tech, 

& Ricon  Lifts;  Raise  top/lower 
floor 

— Sales— Service — Rentals — 
NMEDA-Guality  Assurance 
Program  Member. 

Plus:— BUILDING 
ACCESSIBILITY  Power  Access 
Door  Openers.  Stair  Lifts, 
Elevators  & Vertical  Lifts 

New  York 

Areola  Mobility 

51  Karo  Road 
Carlstadt.  NJ  07072 
(201)  507-8500/(800)  ARCOLA-1 
New-Used-Trad3-Lease-Buy.  Full 
sized,  mini,  rear  and  side  entry. 
We  carry  products  from  the 
following  manufaclurers-  Braun. 
KneeKar,  Vantage.  Ricon,  and 
Pick-A-Lift.  If  we  don’t  have  it, 
we’ll  find  it!  Financing  is  avail- 
able. NMEDA  Member.  Please 
call  for  more  info. 


1b  place 
an  ad, 
contact 
l/wki  Brentnaii 

(201)358-0220 

or  tix  to: 
(201)358-2857 


FREE  50  page  catalog  featuring 
the  latest  information  and  products. 

•Competitive  prices 
•Helpfui  Customer  Service 

Call  800-228-3643 

Today  for  a free  catalog! 

(Mon,  - Fri.  8 AH  to  5 PM  Pacific  Tin») 

: ggtRE^ARCH 
I CSMEDICAL 

of  pretax  profits  go  to  medical  research 


Ohio 

Forward  Motions 

21 4 Valley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 

tVi-State  Mobility  Inc. 

940  Cleveland  Ave.  S. 

Canton.  Ohio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 

Pennsylvania 


Free  Brochure 


lyiodical 
yjournal 


Suite  135;  4706  N.  ?V!idkiff  #30 
Midland,  TX  79705  (915)  689-2300 

By  searching  the  professional  I 
medical  literature,  we  can  help! 
you  obtain  the  latest  infor-  j 
mation  on  any  condition.  Write  | 
or  call  for  free  brochure. 


Tri-State  Mobility  Inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 

West  Virginia 

Tti-State  Mobility  Inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800*343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 


ITS  MORE  THAN  JUST  A 

STROLLER 


Its 

Discovering 

Together 

It's 

Sharing  the 
Experience 


Its 

Finding 
Access  to 
the  World! 


Adaptive  Positioning  Hardware* 
Backpack,  Extending  Handle,  Climbs  Steps 
Quick  Release  Axles,  Folds  Flat 


tim'il  h f .NA  r/wV'  httitiliy  hu  Inm’fiu,  Alu^lut 

' ’ 1-800-487-9652  . ■ . 


o 
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University  of  Michigan 

Shady  Trails  Camp 


For  information 
please  call 
(313)764-8442 


Intensive  therapy  and 
camping  fun 

Children  ages  5-17  with  speech, 
language,  stuttering  and  hearing 
impairments  improve  their 
communication  skills  and  self- 
esteem through  intensive  speech- 
language  therapy  and  fun-filled 
camp  activities.  Located  on  Grand 
Traverse  Bay. 

Contact:  Joanne  M.  Pierson 
1111  East  Catherine  Street 
Ann  Arbor,  MI  48109-2054 


LEE  MAR  SUMMER  CAMP  AND  SCHOOL 
For  Children  and  Young  Adults  wth  Learning 
and  Developmental  Challenges 

43rd  year  of  camp  leadership  in  beautiful  Pocono  Mtiu..  of 
PA.  Co-ed  5-21,  with  balanced  program  geared  to  individual 
needs  of  campers.  Academic,  speech  & language  therapy, 
social,  motor  & perceptual  training,  daily  living  skills,  plus 
innovative  recreational  & athletic  activities.  Gall  or  wTite  for 
FREE  BROCHURE  describing  uniciue  program  acclaimed 
by  parents  and  educators. 

Mr.  Ariel  J.  Segal,  MSW,  LSW  • Ms.  Lee  Morronc,  .M.A.,  M.S. 
Contact:  Lee  Morrone  ♦ 360  E.  72nd  St.,  Ste.  A-71 1 
NY,  NY  10021 

1-800-8-LEEMAR  • FAX  (215)  379-0384 


TENNESSEE 

8iccpIio«o5  ClRgens 

SINCE  IMS 


Tall  Pine  Camp  A specuil  place  for 
Special  Needs  Campers.  A co-ed,  six 
week  residential  camp  for  learning  dis- 
abled and  mild-MR.  Located  in  the  great 
Smokey  Mtns.  of  S.E.  Tennessee.  Two, 
three,  six  week  sessions.  Professional 
staff  and  nurse.  Provide  traditional 
camp  activities-equestrian  program 
-computer  prograin.TvveiUy  sixth 
year.  FREE  BROCHURE. 

Contact:  Ron  & Cammie  H^ycU 
Tall  Pine  Camp 
1 14  Tall  Pino  Circle 
Tollico  Plains,  Tennessee  37385 
(615)  261-2329  (615)  261-2138 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors,  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc, 

• 12-mo.  day/residontial  programs. 

• 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
TTie  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


£76 
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TPMA 

The  TPMA  (Transitional 
Powered  Mobility  Aid)  allows 
children  as  young  as  12 
months  to  interact  more  easily 
I with  their  peers  and  their 
environment  indoors  and 
^ outdoors.  The  padded  frame 
I holds  the  child  securely  in  a 
sitting,  semi-standing  or 
standing  position,  ac(justable 
with  the  touch  of  a switch, 
j For  safety,  an  optional  remote 
; control  with  emergency  on/off 
switch  is  available. 

, Innovative  Products,  Grand  Forks,  ND  58201-9983 

Circle#  141 


I MINOR-AQUATEC  BATHLIFT 

This  poilable,  water-powered 
lift  connects  to  existing 
plumbing  to  provide  assis- 
tance in  bathtubs  and 
whirlpools  for  children  with 
special  positioning  needs. 

The  unit  is  operated  with  a 

j hand  control  and  has  numer- 

j ous  accessories  and  covennat  colors.  A reclining  fea- 
ture is  also  av^ailable. 

Clarke  Healthcare  Products,  Oakdale,  PA  15071-9223 
Circle  # 142 


BETTA  BABY  BOTTLE 

The  unique  cinved  shape  of  this 
bottle  is  designed  to  reduce  the 
('ha nee  of  colic  and  ear  infections 
! caused  by  fluid  draining  into  the 
eustachian  tube  during  feeding.  This 
bottle  allows  infants  to  be  positioned 
in  an  upright  rather  than  reclining 
; position.  Accorciing  to  the  manufac- 
I tuver,  this  buttle  has  been  well-received  by  parents  of 
children  with  cleft  palates  and  stomach  disorders. 
Betta  Medical,  Sandy,  I T 84070 
Circle#  143 


LECKEY  BATH 

As  a reclining  bath  seat  or  a 
portable  seating  frame,  this  chair 
has  many  special  features  includ- 
ing tilt-in-space,  an  ac(just- 
ment  for  hair  washing, 
hip  flexion  for  chil- 
dren who  slide  for- 
ward while  seated, 
two  body  straps  and 
four  body  supports. 

The  chair  is  made  of  steel 
tubing  with  non-slip  pads  to  pro- 
tect the  base  of  tlie  bathtub.  Available  in  two  regular 
sizes  or  an  optional  narrow  size  for  smaller  tubs. 
James  Leckey  Design,  Lawrence,  MA  01843 
Circle  # 141 


FLOATING  SWIMWEAR 

To  protect  children  during  aquatic 
activities  or  hydrotherapy,  these 
one-piece  full-body  suits  are 
designed  to  act  as  a safety  flotation 
device  and  swimming  aid.  The 
suits  will  not  puncture  or  deflate, 
and  have  no  removable  parts. 
Floating  Swimwear, 

Wichita,  KS  67277 
Circle#  142 


COOLERS 

These  brightly  colored 
shells  for  behind-tho-ear 
hearing  aids  come  in  pink 
and  puiple,  orange  and 
grei'n,  yellow  and  blue, 
and  purple  and  green. 

Shells  are  translucent  so 
one  can  see  the  working 
components  inside.  For 
those  v/ho  do  not  want 
color,  a completely 
transparent  version  is  also  available. 
Oticoii,  Somerset,  NJ  08875 

Circle  #143 


Tiw  ABLEDATA  database  of  assistive  technology  and  rehabilitation  equipment  contains  ii{foi'matwn  on  more  than 
11K0(X)  pwd  acts  for  persons  of  all  ages  who  have  a physical,  sensory  or  cognitive  disability.  Products  are  chosen  for 
this  page  by  the  ABLEDATA  staff  based  on  their  specific  applicability  to  or  design  for  childi'en  with  disabilUies.  The 
cnvle  numlwrs  in  each  listing  are  to  be  used  on  ExesmoNA:  Parknt's  P)vduct  ^ Itifoimation  Caid.** Readers 
ran  circle  a numbei'  on  this  issue's  card  (page  6:])  to  get  more  hiformatioti  on  any  new  pwduct  featured  above. 
Please  allow  three  to  four  iveeksfor  delivenj  of  the  i}\formotion. 

For  more  ipfonnation  on  assistive  devices,  or  to  submit  pmduet  information  for  the  database  (and  possible 
inclusion  on  this  page)f  contact  ABLEDATA,  8455  Colesville  Rd.,  Ste.  935,  Silver'  Spring,  MD  30910’3319, 

: (800)  227  02 W (V/TTY),  (301)  588-9284  (V/TTY)  or  (301 ) 587-1967  (Jaw). 
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Connections 

The  Newsletter  of  the  National  Center 
for  Youth  with  Disabilities 


rransition  Clinic  Opens: 


ProjBCt  Lsunch  Wolcotnos  ToBns  snd  FBmiliBS 


wo  adolescents  brought 
heir  families  to  the  first 
ransition  clinic  for  youth 
vith  chronic  illness  and 
Usability  held  at  Shriners 
hospital  in  Minneapolis, 
vlinnesota,  on  February 
. They  spent  the  day 
alking  /ith  professionals 
nd  asking  many 
luestions. 

le  "een  had  concrete 
goals  but  needed  a plan: 
^hat  further  education 
io  I need?  Can  I continue 
ny  same  health 
nsurance  if  I go  out-of- 
^tate  to  school?  Will  my 
health  influence  my 
choice  of  careers?  Can  the 
Department  of 
Rehabilitation  Services 
help  finance  my 
pducatioii?  How  will  I get 
i personal  care 
Attendant? 

le  other  had  more 
personal  concerns.  How 
io  I find  the  assistance  1 

many  young 
\teople  with 
chronic  illnesses 
ire  not  receiving:* 
special  education 
icrviccs.... 

. ^ 
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need  to  live  alone?  What 
if  I want  to  get  married? 
Will  the  medications  I 
take  interfere  with  birth 
control? 

Both  wanted  to  know 
how  to  find  a physician. 
"I've  seen  my 
pediatrician  since  I was  a 
baby.  Sometimes  I think 
it  would  just  be  easier  to 
stay  with  him." 

These  are  some  of  the 
issues  all  youth  with 
disabilities  face  as  they 
move  into  adulthood,  yet 
few  programs  exist  that 
provide  guidance  for 
youth  with  disabilities  in 
planning  for  all  their 
health-related  concerns, 
not  just  their  medical 
conditions.  That's  why 
the  University  of 
Minnesota's  Adolescent 
Health  Program  and  the 
National  Center  for 
Youth  with  Disabilities 
have  joined  with  the 
Minnesota  Department  of 
Health,  Minnesota 
Children  with  Special 
Health  Needs;  Shriners 
Hospital,  Twin  Cities 
Unit;  and  the  PACER 


Center  to  start  this 
Transition  Clinic. 

While  transition  planning 
occurs  in  the  educational 
and  vocational  systems, 
health  issues  are  not 
ususally  considered.  This 
clinic  will  be  a resource  to 
the  other  transition 
services  and  will  work  in 
conjunction  with  schools 
and  other  resources  to 
develop  comprehensive 
approaches. 

The  truth  is  that  many 
young  people  with 
chronic  illnesses  are  not 
receiving  special 
education  services.  Often 
they  have  no  access  to 
transition 
planning. 


2V3 


Project  Launch:  The 
Independent  Living 
Clinic  for  Adolescents 
assists  young  adults  and 
their  families  to  make 
successful  transitions  to 
adulthood  by  helping 
them  to  develop  a plan 
that  addresses  issues  of 
health,  education,  work, 
social  relationships,  and 
physical,  emotional  and 
sexual  health. 


ERIC" 


While  a teenager  struggling  to  gain  independence 

13  the  cause  of  many  mteresting  (and  some  not-so- 

interesting)  family  dramas,  often  it  is  more  poignant  a 
c^enge  when  the  teenager  has  a chronic  illhess  or 
disability.  How  often  do  parents  expect  their  21-year« 
old  to  be  independent  when  the  truth  is  their  child  has 
none  of  the  necessary  skills  to  be  indep^dent?  Hov  ’ 
often  does  the  system  thwart  teenagers'  development 
of  independence  by  keeping  them  in  pediatric  care? 

If  professionals  want  to  help  youth  with  chronic 
illness  and  disabilities  achieve  independence,  they 
may  just  have  to  "re-think"  their  responsibilities  to  the 
adolescents  with  v/hom  they  work.  Chronic  illness 
and  disabilities  often  place  yoimg  people  in  a 
dependent  role,  precisely  the  opposite  of  their  need  to 
take  control  over  their  own  lives  and  become  adults. 
Teens  need  to  learn  how  to  make  decisions  and  how  to 
deal  with  success  and  failure.  But  they  can't  do  it 
alone.  To  encourage  independence,  parents  must  be 
able  to  shift  responsibility  to  the  adolescent.  The 
extent  to  which  an  adolescent  can  become 
independent  depends  on  the  degree  of  disability,  the 
family's  psychological  support,  financial  situation, 
and  the  teen's  motivation.  For  optimum  development, 
teens  with  disabilities  must  have  access  to  the  same 
life  opporturuties  as  their  peers,  and  they  need  to  have 
equal  opportunity  to  participate,  succeed,  and  fail  in 
those  activities. 

That's  really  what  the  articles  on  these  pages  are 
about:  Encouraging  independence.  Building 
transitions.  Every  adolescent  with  a chronic  illness  or 
disability  should  have  an  "independence"  plan.  For 
most  teens,  planning  for  the  future,  dating,  having  a 
driver's  license,  being  enrolled  in  school,  and  finding  a 
job  are  critical  to  independence.  Youth  with 
disabilities  may  not  achieve  each  of  these  milestones 
without  special,  formal  attention  to  developing  a plan. 
We  highlight  one  program  that  is  trying  to  fill  the  gap 
between  pediatric  care  to  adult  health  care.  But  more 
important,  NCYD  is  conducting  a survey  to  identify 
formal  transition  programs  across  the  country.  Please 
fill  in  the  form  on  the  next  page  if  you  know  of  one. 

We  also  highlight  some  of  the  differences  between 
care  provided  by  a pediatrician  and  care  provided  by 
an  internist  that  might  be  useful  to  families  when 
considering  change.  We  received  so  many  positive 
comments  when  it  was  originally  published  in  the  fal^ 
1994,  issue  of  Connections  (the  newsletter  of  the 
National  Center  for  Youth  with  Disabilities),  that  we 
decided  to  offer  it  to  a wider  audience.  But  there  are 
other  choices  and  models  of  health  care.  Some  families 
find  family  practice  physicians  meet  their  needs 
throughout  the  life  cycle  and  some  teens  have  positive 
and  valuable  experiences  in  school-based  and  other 
adolescent  health  centers. 

PMR 
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Project  Launch 
From  page  69 

Each  teen  and  family  has 
the  opportunity  to  meet 
with  a variety  of 
professionals.  The  goal, 
however,  is  to  start  with 
W'hat  the  young  person 
identifies  as  the  most 
pressing  needs.  Most 
teens  will  not  need  to  see 
every  professional;  the 
clinic  allows  for  a variety 
of  consultations. 

■ A nurse  or  social 
worker  can  review 
general  health  care 
issues,  discuss  insurance 
options,  and  consult  on 
issues  surrounding  social 
activities  and 
expectations; 

■ A physician  trained 
in  adolescent  medicine 
can  help  a young  person 
identify  medical  and 
physiological  issues, 
including  making  plans 
for  ongoing  care  and  the 
implications  for  healthy 
sexual  development.  The 
physician  can  answer 
questions  about 
reproduction, 
childbearing  and  sexual 
vulnerability;  make 
recommendations  for 
contraception,  manage 
menstrual  disorders,  and 
assist  in  the  p»*evention  of 
sexually  transmitted 
diseases; 

■ A psychologist  can 
discuss  psychosocial 
issues  surrounding  the 
transition  from 
adolescence  to 
adulthood — gaining 
independence,  learning 
styles,  managing  self- 
care,  identifying 
adolescent  health  risks 
and  their  impact; 

Z7d 


B A vocational 
counselor  can  help  a 
teenager  evaluate  past 
work  experience,  explore 
career  interests,  train  and  | 
assess  needs,  and  assist  ii 
identifying  strategies  to 
meet  individual  goals; 

■ A family  resource 
coordinator  can  help  the 
young  person  with 
disabilities  and  the  famil) 
link  up  with  community 
agencies,  schools, 
physicians,  and  others  as 
necessary. 

Some  young  people  will 
require  additional 
professional  assessment. 
For  them,  specialists  may  I 
include  nutritionists; 
genetic  counselors; 
educators;  psychiatrists; 
occupational,  physical 
and  speech  therapists; 
and  financial  or  legal 
counselors. 

Project  Launch  is  a 
demonstration  project 
available  at  no  direct  cost! 
to  families  or  the 
referring  professional  or 
agency.  TTiis  program 
will  be  evaluated  for 
consumer  satisfaction 
and  perceived  usefulness.1 


A 


J^or  more  informatiot$f\ 
contact: 

Nancy  Okinow 
NCYD 
Box  721 

University  of  Minnesota  | 
420  Dcla’A'are  St.  S.E. 
Minneapolis,  MN  55455 


Balling  All  Transition  Programs 


Tie  National  Center  for 
ir'outh  with  Disabilities 
t^ICYD)  wants  to  identify 
tiose  transition  programs 
tcross  the  nation  that 
telp  adolescents  with 
rhronic  illness  and 
disability  move  from 
pediatric  to  adult-focused 
neaith  care. 


If  you  participate  in, 

: direct,  or  know  of  any 
formal  transition 
program  that  meets 
one  of  the  criteria 
above,  complete  this 
form  and  mail  or  fax 
it  to: 

Peter  Seal 

NCYD 

Box  721 

University  of 

Minnesota 

420  Delaware  St.  SE 

Minneapolis,  MN 

55455 

Fax:  612-626-2134 


What  makes  a transition 
program  for  health  care? 
A formal  health  care 
transition  program 
incorporates  one  or  more 
of  the  following  elements: 

Professional  and 
environmental  or 
institutional  support  for 
the  concept  of  transition 
of  health  care; 

Recognition  and 
encouragement  that  the 
responsibility  for 
decision-making  and 
consent  needs  to  move 
from  the  parents  to  the 
adolescent; 

Professional 
sensitivity  to  the 
psychosocial  issues  of 
disability  and  chronic 
illness; 

Primary  and 
preventive  care  in 
addition  to  care  f^'r  the 
chronic  condition; 


Commitment  to 
health  education. 

The  number  of 
adolescents  who  survive 
into  adulthood  because  of 
better  medical  practices  is 
increasing  all  the  time. 
Unfortunately,  there  is 
little  basic  information 
about  the  health 
transition  services  that 
are  necessary  to  meet 
their  needs.  Descriptions 
and  program  evaluations 
of  various  models — 
including  family  practice 
models — are  scarce. 

NCYD  is  conducting  a 
survey  to  identify 
transition  programs; 
these  will  then  be  the 
focus  of  a more  detailed 
study.  A report 
describing  the 
characteristics  of  various 
program  models  will  be 
compiled  and 
disseminated  to  a wide 
audience.  Such 


information  will 
encourage  and  facilitate 
the  development  of  new 
programs, 


NCYD 
Box  721 

University  of  Minnesota 
420  Delaware  St.  S.E. 

Minneapolis,  MN  55455 

Type  or  name  o^  .ansition  program: 


For  more  information,  contact: . 
Address:  


Telephone  number:. 
Fax  number: 


forYaiitii 

whhDi$abiliti0s 

University  of 
Minnesota 
Box  721 

420  Delaware  St.  S.E. 
Minneapolis,  MN 
55455 

1-800-333-6293/ 

612-626-2825 

Robert  Wm.  Blum, 
M.D.,  Ph.D. 

Project  Director 

Nancy  A.  Okinow, 
M.S.W. 

Executive  Director 

Elizabeth  Latts, 
M.S.W. 

Information 

Specialist 

Bill  Malcolm 
Project  Assistant 

Linda  Pratt 
Coordination 
& Production 

Peggy  Mann  Rinehart 
Director  of 
Communications 


E-mail  address!. 
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Adolescents  with  Chronic  Illness  and  Disabilities: 

Managing  Health  Care  Between  Cultures 


Moving  teens  from 
pediatric  to  adult  health 
care  can  often  be 
complicated.  There  can  be 
many  choices.  Some  teens 
receive  care  from  family 
practice  physicians.  Some 
use  school-based  health 
clinics  that  provide 
appropriate  referrals. 


For  most  the  dilemma 
arises  in  moving  from 
their  pediatrician  to  an 
internist  for  primary  care. 
And  they  can  provide 
very  different  types  of 
care. 

"Training  in  either 
discipline  socializes 
young  pediatricians  and 
internists  to  the  unique 


comportment  of  their 
chosen  fields/'  David 
Rosen,  M.D.,  M.P.H., 
explains.  Rosen  has  one 
foot  in  adult  medicine 
and  another  in  pediatrics. 
While  aware  of  the 
limitations  of  stereotypes, 
Dr.  Rosen  describes  the 
various  differences 
between  the  disciplines: 


Jnternist 

■ The  internist  is  a clinical 
problem  solver  determined  to 
come  to  terms  with  the 
presenting  problem. 

■ The  internist  sees  patients  when 
growth  and  development  are 
complete.  They  are  less  likely  to 
expect  continued  improvement 
and  development;  rather,  they 
look  to  remediation  to  ward  off 
inevitable  deterioration  in 
health. 

■ The  internist  sees  patients  who 
are  ill,  often  with  conditions  that 
deteriorate  over  time,  and 
frequently  with  illnesses 
associated  with  adult  lifestyle 
choices  that  include  tobacco, 
alcohol  and  other  drug  use,  poor 
diet,  lack  of  exercise,  etc. 

■ The  internist  secs  patients  who 
arc  expected  to  function 
autonomously. 

■ The  internist  communicates 
directly  with  the  patient. 


jpediatridan 

H The  pedatrician,  while  also  a 
problem  solver,  balances  the 
practical  needs  of  patient  and 
diagnostic  curiosity. 

■ The  pediatrician  fa^*?itates  a 
child's  growth  and  development 
over  time  and  observes  their 
patients  becoming  more  capable. 


K The  pediatrician  sees  patients  who 
are  healthy  most  of  the  time  and 
few  are  ever  perceived  as  having 
direct  "responsibilty"  for  their 
condition  or  ill-health. 


■ The  pediatrician  views  families 
as  critical  to  the  well-being  of 
children  and  adolescents. 

■ The  pediatrician  communicates 
with  parents  and  other  family 
members,  often  before 
communicating  with  the  patient.  ^ 
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The  Center's  mission 
is  to  improve  the 
health  and  social 
functioning  of  youth 
with  disabilities 
through  providing 
technical  assisstance 
and  consultation, 
dissseminating 
information,  and 
increasing  the 
coordination  of 
services  between  the 
health  care  system 
and  others.  Center 
activities  are  directed 
at  enabling  youth  to 
become  full 
participants  in  their 
communities. 
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Association  for  the  Care  of  Children’s  Health 
30th  Anniversary  Conference 
May  28-31, 199& 

Marriott  Copley  Place  - Boston,  Massachusetts 

The  ACCH  Conference  is  an  opportunity  to 
regenerate  the  caregiver,  to  inspire  the 
teacher  and  researcher,  and  to  celebrate  the 
child  and  family  whose  future  must  be  held 


Four  Major  Plenary  Sessions 

• A Meaning-Centered  Perspe>.tive  for  Healthcare  Education 
and  Practice 

• The  Andrew  Poems:  Triumph  of  the  Heart  and  Spirit 

• Excellence  in  Psychosocial  Care  in  an  Era  of  Cool 
Containment:  Challenges  and  Realities 

with  Introductory  Remarks  hx  Dr.  T.  Berrx  Brazelton 

• Healing,  Health,  and  Care:  Who  We  Are  and  The  Difference 
We  Make 

More  than  1 20  Muitldisciplinary  Symposia 

covering  over  40  topical  areas  related  to  hospital,  home,  and 

community  care 

Plus: 

• 80  Staffed  Poster  Displays  of  Innovative  Programs 

• 70  Exhibitors  of  Innovative  Products  and  Services 

• Networking.  Receptions,  and  Discussion  groups 

• Outstanding  Musical  Perfomiances  by  Healing  Healthcare 
Systems  and  Celebration  Shop,  Inc. 


as  the  greatest  possibility,  rather  than 


as  a statistic. 


Susan  Mazer  and  Dallas  SmUh 
Healing  HeatlhCate  Systems 


Family  Members’ Forum 

A one-day  preconference  event  for  family  members  of  children  with 
special  needs  to  share,  in  a more  interactive  way.  their  experiences 
and  expertise  in  building  and  strengthening  family  and  community 


To  receive  the  Conference 

Program  and  information  about  parent  scholarships,  call 
1(800)  960-ACCH  or  (301)  593-2690  V/TDD 
7910  Woodmont  Avenue,  Suite  300 
Bethesda,  MD  20814 
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Landmark  Book  Revised! 


Family-Centered  Care  for  Children  Needing  Specialized 
Health  and  Developmental  Services 


The  initial  publication  of  this  landmark  book  iti  1987  marked  the 
beginning  of  a new  era  in  the  delivery  of  health  care  and  developmental 
services  to  children  and  their  families.  ACCH's  widely  recognized  Key 
Elements  of  Family-Centered  Care  have  been  refined  to  reflect  the 
evolving  reality  of  family-centered  care  as  best-practice,  beyond  just 
an  idealized  philosophy. 


Send  me  the  new,  updated  Family-Centered  Care  for  Children  Needing 
Specialized  Health  and  Developmental  Services: 

□ $12.00  for  ACCH  Members  (3233M)  plus  $3.50  for  s/h 

□ $15.00  for  Nomnembers  (3233N)  plus  $3.50  for  s/h 
Q Send  informaUon  on  how  I can  beertne  an  ACCH  Member 
Total  # of  books  ordered 

TiHal  $U.S.  amount  enclosed  (sec  quantity  discount) 


Written  by  a professional/parcnt  team,  our  updated  edition  takes 
this  invaluable  resource  to  its  next  level,  with  exemplary  program 
descriptions  and  contact  information.  If  there  is  a single  publication 
on  family -centered  care  you  should  have.. .this  is  it. 

This  hook  should  be  an  integral  part  of  the  resource  collection  of 
family  members,  clinicians,  educators,  researchers.  adminisU“ators. 
students,  and  practitioners  in  the  hcaltli/education/social  service  fields, 
and  policy-makers  alike,  including  those  new  or  seasoned  in  the 
family-centered  care  movement. 

For  membership  or  publications  inlormation.^ 
call  1(000)  000-ACCH. 
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- — any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 
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lYSR  Exceptional 
PASEffT  1996  Resoukce 
Guide:  Directories  of 
National  Organizationa, 
Associations,  Products 
& Services 

A valuable  reference  tool  for 
parents  and  professionals. 

EP102ES’  $9.95 
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By  Myself  Books 
David  Hooper 
AND  ELLIR  REIDLINGKR 
Motivating  students  to 
read  independently. 
Each  bool:  is  a short 
story  (10-15  pages) 
with  pictures  on  each  page  to  help  carry  the  story 
line.  Th'o  separate  sets  of  10  different  titles  each,  in 
a colorful  carrier  bag.  Set  #1  is  easier  than  Set  #2. 
Set  1:P£034  (10  books)  $21.00 

Set  2:  PE034EM  (10  books)  $21.00 


Developmental 

Disabilities 

Psychosocial  Aspects 
George  S.  Baroff 
In  this  unusually  perceptive 
book,  the  author  conveys  the 
psychological  and  social 
impact  of  developmental  dis- 
ability on  the  individual  from 
infancy  through  adulthood 
PE0460D  S2/.00 

Differences  in  Common 
straight  Talk  on  Mental 
Hetardationf  Down 
Syndrome,  and  Life 
Marilyn  'fRAiSER 
Collection  of  essays,  with  can- 
dor and  humor,  brings  a fresh, 
candid  outlook  to  the  chal- 
lenges, hopes,  and  fears  of 
family  life. 

WB009MR  $14.9$ 


Cowpottr 


Rttourcesfor 
People  wtei 


b^abURks 


A U 


Computer  Resources 
FOR  People  with 

DlSABILITES:i4(?{(/^ 
to  Ejqfloring  Today*s 
Assistive  Technology 
The  Alliance  for 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-to-daie  answers. 

HP0870D  $14.95 


Disabiuty  and 
the  Family 

A Guide  to  Decisions 
for  Adulthood 
H.  Turnbull,  et  al. 

This  practical,  easy-L)  use 
guide  helps  answer  familUs’ 
questions  concerning  the 
foture  needs  of  their  family 
members  with  disabilities. 
PB0540D  $29.00 


Does  Your  Child 
Have  Epilepsy? 

2nd  Edition 
James  E.  Jan,  Robert  G. 
Ziegler  and  Giuseppe  Erba 
This  book  provides  informa- 
tion on  the  most  common 
seizures,  causes,  principles  of 
treatment,  investigation  and 
outcome,  with  a wide  range  of 
helpful  suggestions  from 
infancy  to  early  adulthood. 
PE03G0D  $2Z00 


Making  Changes 

Family  Voices  on  Living 
with  Dis<d>ilities 
Jan  a.  Spiegle 
Shares  self-reports  and 
visions  on  how  families  and 
professionals  make  changes. 
BL0610D  $19.95 


Mom,  I Have  A 
Staring  Problem 

M.C.  Buckel  & T.  Buckel 
A true  story  of  Petit  Mai 
Seizures  and  the  hidden  prob- 
lem it  can  cause:  Learning 
Disability 

MB097SZ  $3.95 

(Includes  shipping  charges) 


A Parents  Guide  to 
M1DDI.E  Ear  Infections 

Dorinne  S.  Dams,  ma,  ccc-a 
Answering  questions  about 
ear  Infections  in  understand- 
able terms.  Anatomy,  physiol 
ogy  and  coping  at  home  and 
.socially. 

^HY0900D  $24.95 
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Physiciai^  Guide 
TO  Rare  Diseases 

Edited  by  J.G.  Thoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75.50 


Planning  for 
THE  Futihe 

Providing  a Meaningful  Ufe 
for  a Child  with  a Disability 
after  Your  Death 
Mark  Russell 

AP0240D  $24.95 


The 

Special 

(Md_ 

ASowcvBookfcr 

l^itcacfCAhoi 

withPmkvraenU 

ChUiakMt, 

W 

The  Special  Child 

A Source  Book  for  Parents 
of  Children  with 
Developmental  DisabilUes, 
2nd  Edition 
S.M.  PUESCHRL  ET  AI,. 

Filled  with  straightforward 
medical  infonnation,  helpful 
illustrations,  and  practical 
recommendations  on  disabili- 
ty-related issues. 

PBIOIOD  $24.00 


Son  Rise 

I'he  Miracle  Continues 
Barry  N.  Kaufman 
An  awe-inspiring  reminder 
that  love  made  tangible  can 
move  mountains. 


01089AM  $20.00 


■ Working  Together; 

Workplace  Culture, 
Supported  Employment  and 
Persons  with  Disabilities 
David  Haoner 
Assisting  individuals  to 
achieve  meaningful  careers. 
BL0600D  $24.95 


DOWN  SYNDROME 


r f 


Advances  in  Down 
Syndrome 
Edited  by  V.  DMinuKv 
& P.  Oklwfhn 

Twenty  experts  contribute 
their  recent  re.search,  experi- 
ence, and  thoughts  on  future 
directions  for  children  with 
Down  syndrome. 

PC04SDS  $31.00 


Down  Syndrome: 

Am  Introduction 
Cliff  Cunningham 
A comprehensive  and  well 
organized  work  for  parents  of 


babies  and  children.  Answers 
to  countless  questions. 

BL0880S  $12.95 


INJURY  ' 


When  Young  Children 
ARE  Injured:  FamOies 
08  Caregivers  in  Hospitals 
and  at  Home 
J.  Haltiwanger  & M.  Lash 
A book  about  the  family’s  role 
in  caregiving  when  a young 
child  is  iqjured. 

EP085ML  $7.50 

(Iwludes  shipping  charges) 


When  Your  Child  Goes 
TO  School  After  an 
Injury 

Marilw  Lash 

Issues  parents  need  to  con- 
front about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(includes  skipping  charges) 
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IT ISNT  Fair! 

Siblings  of  Ckildren  tvUh 
JHsabmties 
Edited  by  S.D.  Klein 
& M.J.  SCHLEIPER 
Features  chapters  by  parents, 
siblings  and  professionals. 

EPOOIEP  $14.95 


Siblings  of  Children 
WITH  Autism 

A Guide  for  Families 
S.L.  Harris,  Ph.d. 

Understand  sibling  relation- 
ships, how  autism  affects 
them  and  what  families  can 
do  to  support  their  other 
children. 

WB096AM  $12.95 


SPINA  BIFIDA 


An  Introduction 
TO  Spina  Bifida 
D.G.  McLone,  M.D.,Ph.D 
The  purpose  of  this  booklet  is 
to  aid  the  parents,  family  and 
the  non-medical  people  who 
care  for  the  child  bom  with 
spina  bifida. 

SB094SB  $4.00 


Sexuality  & 

THE  Person  with 
Spina  Bifida 
S.L.  Sloan,  Ph.D 
This  book  was  written  to 
answer  the  questions  that 
families  and  persons  with 
spina  bifida  may  have  about 
their  sexuality. 

SB092SB  $9.95 


CHILDREN’S  BOOK^ 


Joey  and  Sam 

l.  Kai2  & E.  Rnvo,  M.D. 

A heartwarming  storybook 
about  autism,  a family,  and 
a brother’s  love. 

RL099MI  $9.95 


My  Buddy 

A-  OSOFSKY 

Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 

KH098CB  $5.95 


When  Your  Child  is 
Seriously  Injured 
Tbe  Emotional  Impact 
on  Families 
NUkua'n  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

(Inchuks  shipping  charges) 
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Loving  Justice 

TheADAandthe 
Religious  Community 
EllITEn  BY  G.  ThORNBI'RIHI 
How  the  Americans  with 
Disabilities  Act  affects  reli- 
gious institutions  including 
congregations,  hospitals, 
nursing  homes,  seminaries, 
universities  and  more. 
NDIOOOO  $10.00 


That  Au  May  Wor.ship 
An  Interfaith  Welcome  to 
People  with  DisabiUties 
Ginnv  Thornburgh 
An  interfalth  handlwok  to 
assist  congrt‘gHtions  in  wel- 
coming people  with  disabili- 
ties to  promote  acceptance 
and  full  participation. 
N00840D  $10.00 


Learning  Disabilities 
& THE  Person  with 
Spina  Bifida 

P.J.  Agnf^,  Ed.D 
The  information  compiled  in 
this  booklet  is  for  parents  and 
teachers,  to  help  in  the  dilem- 
ma which  has  affected  all 
those. 

Se092SB  $9.95 


What  Happens 
Next? 

C.  Christian  & L.  Dmght 
Babies  love  the  colorful 
photographs  and  hidden 
surprises  in  this  sturdy 
little  book. 

CH0910D  $4.95 
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Monies  Turn: 

Powei'  mobility  has 
done  much  to 
enhance  the  quality 
of  Emily's  life.  It 
has  been  a boon  to 
her  self-esteem  and 
a cor^fidence-builder. 
It  has  given  her 
independence  and 
freedom  where  she 
had  none.  When  in 
the  'driver's  seatf' 
she  is  the  one  in 
control  and  becomes 
the  decision-makers 
She  alone  can  decide 
where  to  go^  how 
fast  and  in  what 
direction.  Emily 
used  to  be  very 
passive  on  our  trips 
to  the  maU^  content 
to  be  pushed  wherever 
others  wanted  to  go. 
Now  she  takes  a 
more  active  role  and 
helps  set  the  pace. 

We  welcome  Emily's 
new-found 
assertiveness  and 
the  negotiating  that 
vow  accompanies 
our  outings! 

— Diane  Brush 


My  Wheelchair 

by  Emily  Brush 


When  I first  heard  that  I was  getting  a 
power  wheelchair,  I wasn’t  sure  that  I 
would  like  it  because  I wanted  to  walk — 
just  like  anyone  else.  But  then  I found  out  it  was 
going  to  be  my  favorite  color — 
yellow— and  I decided  I liked  the  idea! 

I got  my  power  wheelchair  when  I 
was  five  years  old.  I have  been  driving 
now  for  three  years.  I like  my  power 
chair  because  I can  go  wherever  I 
want.  I like  driving  my  chair  at  school, 
at  home,  at  the  mall,  at  the  playground 
and  at  the  Price  Club  where  they  have 
special  shopping  carts  that  attach  to 
my  wheelchair  so  I can  help  my  mom 
shop. 

In  school,  some  of  the  other  kids  ask 
me  why  I can’t  walk.  I tell  them  I have 
something  called  a handicap.  Maybe 
I’ll  be  able  to  walk  when  I get  a little 
older,  but  for  now,  I get  around  Just 
fine  in  my  chair.  EP 


Emily,  8,  is  in  the  second 
grade  at  the  Edith  M.  Griebting 
Elemetitary  School  m Howell 
Township,  Neu'  Jersey.  She 
lives  with  her  mom  and  dad, 
Diane  and 
Gaiy,  and 
Sinokey,  her 
cat.  Emily 
has  athetoid 
cerebral 
palsy. 


Emily,  8,  enjoyed  Thanksgiving  dinner  last  year 
with  her  good  friends,  Michelle  fleft)  and  Angela 
(right)  Tuchol. 


When  Emily  was  six  and  a half,  she  spent  Easter 
Sunday  in  New  York  City  with 
her  family. 
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Emily,  7,  at  her  Brownie  Inception.  With  her  is  her  dad,  Gary. 
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No  Obstacles.  No  Limits. 

When  your  family’s  plans  are  as  hig  as  the  ^rear 
outdoors,  don’t  let  your  minivan  hox  you  in! 

Vantaj^e  Mini  Vans  is  proud  to  introduce  our 
new  line  of  premium  lowered -floor  conv  ersions 
built  on  the  exciting  WinhstAR  minivan. 

As  a leader  in  our  industry,  Vantage  is  one 
ot  the  first  to  offer  the  popular  Windstar  as  an 
alternative  to  our  existing  line  of  fine  Chrysler 
minivan  conversions.  Just  .is  we’ve  been  leaders 
in  bringing  you  the  most  dependable,  top  quality 
conversions  since  our  inception  in  1987. 

Your  Vantage  Windstar  lowereil-floor 
minivan  is  available  as  either  the  popular  and 
economical  Trlkklk,  with  its  easy-to-use  manual 
hdd-out  ramp;  the  SCMMIT,  with  its  reliable  power 
folding  ramp;  nr  as  the  premier  Noi^TliSTAR  editiiin, 
with  its  sleek,  uiuler-the-tl(H)r 
H mr  tamp  th.it  glides  smoothly  (uit 

WM  ^ virtuallv  from ’’nowhere!” 

■ 

X/  >x 


Every  Vantage  Windstar  comes  equipped  with  a 
myriad  of  standard  features  to  make  your  life  simpler 
and  your  commutes  safer. 

Most  notable  are  the  flexible 
seating  configurations  and 
crash-rested  restraint  system. 
And,  as  with  all  Vantage 
Mini  Vans,  options — like  our 
all  new  4-button  key  chain 
remote  control — abound.  In 
addition,  our  optional  sliding 
rear  seat  allows  for  abundant 
searing  and  an  extra  nine 

ct<bie  feet  of  storage  in  the  rear  of  the  van — a must 
for  families  on  the  go!  These  are  just  two  of  the  many 
ways  your  Vantage  Mini  Van  can  be  customized  to  fit 
your  active  lifestyle  and  the  needs  of  your  children. 

Tup  niav  Vant.u'.p  Win’p^tak  cokatrsions. 

Life  offers  wo  limits.  Why  let  your  transportation  set 
the  boundaries.^ 

(800)  348-8207  TOIL  FRS 


o 
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rsj 
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Appropriate  for  schools,  home  or  rehabilitation 
facilities,  the  Positioning  Tray  is  height 
adjustable  from  17  .o  25  in.,  with  an  inner 
width  of  24  in  The  Height  Adjustable 
Positioning  Tray  allows  for  added 
wheelchair  accessibility 
and  accom 
modation. 

Constructed  of 
highly  durable 
polyethylene  and 
a milar  top.  or  an 
optional  clear  top.  this  innovative  Positioning 
Tray  is  further  evidence  of  Tumble  Form’s 
commitment  to  quality  and  durability. 
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Parenting 
Your 
Child  or 
Young 
Adult 
With  A 
Disability 


Since  1971 


EVEKV  YEAR  WE 
ItiTROPUCE  THOUSANDS 
OF  MOTORISTS  TO  THE 
JOYS  OF  TRAFFIC  JAMS. 
FOTHOi-ES  AMP  PEOPLE 


WHO  DRIVE  WITH 
THEIR  BLINKERS  ON. 


AND  WE’RE  NOT  THE 


LEAST  BIT  SORRY. 


In  fact,  we  couldn’t  be  more  p^leased.  We  know  that 
for  most  people,  the  ability  to  get  out  on  the  road  — 
even  with  a few  minor  irritations  — is  an  essential  part 
of  an  active  and  independent  lifestyle. 

That’s  why,  years  ago,  we  became  the  first  auto- 
motive company  to  establisfi  an  assistance  program 
for  people  with  disabilities.  Since  then.  Chrysler’s 
Automobility  Program  (formerly  the  Pfiysically 
Challenged  Assistance  Program,  or  P-CAP) 
has  helped  thousands  of  people  — 
drivers  and  passengers  alike  ac^hieve  a 
lifestyle  of  independence  and  freedom  that 
may  not  have  been  possible  otherwise. 

We’d  like  to  tell  you  more  about  the 


program  details.  Cash  reimbursements  of  up  to  $1,000 
for  adaptive  drivihg  or  passoiiger  aids  installed  on  new 
Ram  Vans  and  Wagons;  up  to  $750  on  all  other  new 
Chrysler  Corporation  oaf's,  trucks  and  minivans.  A 
friendly,  knowledgeable  Automobility  Support  Center 
to  help  answer  all  your  questions.  And  Chrysler  Credit 
financing  to  qualified  buyers. 

All  topped  by  more  experience  assisting 
people  witti  disabilities  than  any  ottier  auto- 
motive corTipany.  So  call  us.  or  contact  your 
loccil  Chrysler  Corporation  dealer,  tor  more 
information.  And  let  us  show  you  how  Auto- 
mobility can  contribute  to  an  active,  mobile 
lifestyle.  You  won’t  be  the  least  bit  sorry. 


AA  o B I L I T Y 


m 

CHRYSLEn 

CORPORATION 


r-or  moru  informcition  nnci  a frees  video  on  the  Automobility  Program,  call  us  at  (800)  255-9877. 
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Cover:  Rym  In’t  Veld  of  Belle 
Fourchr  South  Dakota  with  Mickey 
Mouse  during  his  vacation  to  Walt 
Disney  World.  Ryan,  who  has 
Duchenne  ny^ular  dystrophy,  spent 
six  days  visiting  many  attractions  in 
the  Orlando  atea.  The  trip  was  spon- 
sored by  Give  Kids  the  World,  a non- 
profit organization  that  gives 
children  with  life-threatening  condi- 
tions and  their  families  all-expense- 
paid  vacations  to  central  Florida  and 
its  famous  attractions. 

Ryan,  11,  shcaed  his  visit  to 
Disney  with  brother  Andrew,  13, 
sister  Elise,  8,  and  parents  Aden  and 
Sue.  Ifyan  is  a fifth-grader  at  tlK  Belle 
Fourche  Middle  School 

For  more  information  on  Give 
Kids  the  Wodd,  contact  them  at  210 
S BassRd,  Kissimmee,  FL34746, 
(407)  396-1114  (voice),  (407)  396- 
1207 (fax).  Photo:  Wallace  Sears, 

Walt  Disney  Wodd 
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Stanley  D.  Klein,  Ph.D. 


A.  we  developed  material  on  siunmer  planning,  we  also 

tion  about  jobs.  Summer  is  the  time  when  many  young  people  thmk  about 

getting  a job— and  this  important  summer  acrivity  also  requires  plan^ 

Unfortunately  many  young  people  with  disabilities  miss  out  on  the  tjpical  fdoles^t 

Un^°rt^'^’  ^^^^ofsumnTer  and  part-time  jobs.  VVhile  parents,  piof^^^^ 

als  and  people  with  disabilities  have  worked  veiy  hard  to  create  edu- 
cational and  recreational  opportunities  in  their  comrnuruti^,  we  don 
know  of  many  opportunities  for  young  people  with  disabto  to  1^ 
the  essential  job  skills  so  many  of  us  learned  on  our  first  jobs— getting 
to  work  on  time,  meeting  deadlines,  getting  along  with  co-workers  and 
doing  what  we  are  told-^ven  if  we  don’t  like  it  The^ 
often  help  us  to  discover  new  intei-ests  and  abilities.  In  fact,  the  sum- 
mer job  I held  after  my  first  year  at  coUege  in  1954— worl^  at  a 
camp  for  children  with  disabilities-<iianged  my  ca^r  plare. 

We  hope  readers  will  encour£«e  employers  to  begin  offenngjob 

opportunities  to  yomg  people  with  disabmoes.  One  of  our 

in  1994  was  a hi^  school  student  with  special  health  care  needs. 

the'^ly  readets  who  tesponded  to  our  requea  to  share  st^«  ^ut 
ISj^le  tamUy  vacations.  It  has  been  exciting  to 

hnw  narents  and  children  are  finding  ways  to  eryoy  a vanety  of  different  types  o 
SorSgh  not  every  vacation  described  will  be  the  right  fit  for  eveiy  family. 

we  know  these  stories  will  inspire  readers.  nnnnlp  at  Walt 

We  are  especially  grateful  for  the  kind  assistance  of  the  wonderful  people  ^ 

Zey^-oXofhe&ustocr^toaguiatcow^^ 

Sears  for  his  great  photo  of  Ryan  In’t  Veld  and  Mickey  Mouse. 

describes  key  changes  in  Congress  tliat  have 

" W o7"^«S«t^vocatcs  haSeLed  have  been  addressed.  At  the  ^.e 
tii^e  we  encourage  readers  to  share  the  suggestions  of  Richard  Epstem,  our 
htsilmnce  Dmibleshooter  columnist,  with  their  elected  representatives.  P 

Die  with  disabilities,  advocates  and  poUtical  leaders  can  be  proud  of  *e  wonderful 

£p^e“  aitudes  about  people  with  dL*m«« 

opportunities  and  expectations  for  participation  m commuratj  life  that 

Sut  because  of  important  legislation.  However,  there  are  many  aieas  ttot  still  require 

SigeTneed  to  be  ^proved.  Our  leaders  welcome  and  need  our  mput 

Stoetg^to^tf nominations  for  tliis  year’s  Exceptional  Parent 
Mlmtional  Pivcp  am  Awa,rls.  Programs  will  be  judged  on  cntena  such  as  attention 
to  the  needs  of  the  whole  child-academic,  social  and  recreaUonal;  teacher  supp 

and  parental  and  community  participation.  hirhision 

The  awards— known  in  the  past  as  the  Mamstreammg  An  ards  md  Inrtusi 
A,,,„,.ri.s_recognize  good  educational  choices  for  parents  and  children.  ough 
W lut  ad^S  olLlusion  when  It  includes  the  neceesjuy  support  semces,  we 
th'ii  there  arc  successful  programs  that  are  not  im  lusivo. 

" Wri»  or  m "rds  or  less,  luld  expliuu  «.e  success  of  .he  1^  Ah», 
nlease  send  photograplis.  Send  noinlnntlons  toErcc,,I«,»o(  Piiiml 
CZol  PiPp.™  A,™.*,  20!>  Hatvartl  St„  SU-,  303,  Brookluie,  MA  0314b. 

Deadline  for  entries  is  July  1,  1995. 
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2.  EXCEHlOKUlPAIItKir  Al'mi.  .l»5 


0M6BILnY. 


P .R  ’ O G R A M 


Maintain  your 
daily  independence  through  the  General  Motors 
Mobility  Program  for  Persons  with  Disabilities. 

It  starts  with  a toll-free  call  to  our  GM  Mobility 
Assistance  Center.  We'll  identify  yo^.r  local  driver 
assessment  centers,  list 
your  area's  installers 
of  adaptive  driving 
devices  or  vehicle  modi- 
fications and  suggest 

which  GM  cars  and  

light-duty  trucks  might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  your  own  adaptive  equipment-up  to  $1000. 
Qualified  customers  can  finance  the  cost  of  the 

(Reimbursement  for  le<ised  vehicle  adaptation  available  only 
upon  lessor's  approval  to  adapt  \ ehicle.) 


e re 
ever 


vehicle  and  any  modifications  through  GMAC  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  everyday 
life.  Call  us  today.  Or  contact  your  Chevrolet, 
Pontiac,  Oldsmobile,  Buick,  Cadillac  or  GMC 

Truck  dealer  and  find 
out  how  the  General 
Motors  Mobility  Program 
can  help  make  every 
day  Independence  Day 
for  you. 

CaU  toU-free:  1-800-323-9935 
(TDD  users:  1-800-TDD-9935) 

Reimbursement  of  adaptation  costs,  up  to  $1000 

Financing  available  through  GMAC 

Information  on  driver  assessment  centers  and 
adaptive  equipment  installers 

Free  resource  video,  "On  The  Move  Again" 

24"hour  Roadside  Assistance 
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Struggling  for  Inclusion 

After  reading  the  letter  “Inclusion 
Article  Misleading”  (November 
1994),  I felt  a reply  was  needed.  It  is 
obvious  that  J.R.  in  New  Jersey  and 
her  husband  are  having  a difficult 
time  effectively  “including"  their  son. 
It  is  always  a struggle — no  matter 
the  family,  the  child,  the  disability  or 
the  community. 

In  responding  to  the  article 
“Making  Inclusion  Work”  (September 
1994),  J.R.  characterizes  the  services 
Angela  Halt  receives  as  “amenities.” 
They  are  not.  They  are  Angela’s  civil 
rights  as  dictated  by  the  U.S. 
Constitution,  the  Americans  with 
Disabilities  Act  (ADA)  and  the 
Individuals  with  Disabilities 
Education  Act  (IDEA). 

In  her  letter,  J.R.  describes  her  strug- 
gle to  “convince”  her  daugliter’s  team 
to  meet  more  often.  The  article  about 
Angela’s  inclusion  describes  a program, 
not  the  path  to  tliat  program.  This  pro- 
gram is  not  exceptional;  there  are  pro- 
grams like  it  ail  over  the  country — 
some  better,  some  not  as  far  along. 
However,  rarely  do  programs  like  this 
happen  through  “convincing.”  I know. 

Wlien  we  lived  in  C'onnecticut,  we 
struggled  long  and  mightily.  We  often 
got  the  servdces  our  child  was  entitled 
to  only  after  oiu*  lawyer  attended 
meetings  that  we  legally  called  on  our 
own.  Many,  if  not  most  school  dis- 
tricts, will  provide  servic*es  only  when 
they  have  “a  gim  to  their  Iieads” — ^very 
sad,  but  very  true.  (We  Iiave  since 
moved  to  a more  w'elcoming  school 
district  in  Kansas.) 

J.R. — Yoiu'  child  will  only  partici- 
pate iuul  floiuish  in  an  inclusion  pro* 
gram  if  you  w'ajit  tliLs  for  liim  and  are 
raknitless.  If  the  struggle  is  too  cital- 
lenjling  in  your  own  comnuuiity,  you 
may  find  it  feasible  to  exjJore  otlier 
conmuinities.  If  not,  cii*ck'  tlie  wagons 
and  get  support  from  local  groups  and 
other  pjm'nts,  including  tlu'  pan^nts  of 
your  child’s  i)0('rs  w4io  do  not  hiwv 
dLsal)ilitic.s.  tk'  prepared  to  make 
fiiends  mid  enemies  luid  enri(*h  your 
lives  mid  the  lives  of  tluxse  with  whom 
you  come  in  contact. 

roHthiard  an  () 
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From  Grief  to  New  Dreams 

I was  very  impressed  by  “Grieving  a 
Dream”  by  Susan  Blanchard 
(October  1994).  It  brought  me  back 
to  my  own  grieving  process  more 
than  35  years  ago. . . 

I married  late  in  life  and  my  first 
child  was  bom  with  Down 
Syndrome.  Receiving  “the  news" 
from  my  doctor  when  Lisa  was 
three  months  old  was  a traumatic 
experience.  I still  recall  my  hus- 
band’s response  to  my  distress.  He 
asked  me  to  answer  this  question 
honestly:  “Is  Lisa  any  less  precious 
today  than  she  was  before  the  doc- 
tor gave  you  the  news?” 

Because  I have  always  been 
extremely  honest  about  my  feel- 
ings, and  maybe  because  I had 
always  dreamed  of  a daughter  who 
would  go  to  college,  my  answer 
was  “yes.”  All  my 
dreams  for  Lisa  had 
been  shattered. 

My  grieving  mani- 
fested itself  in  hor- 
rendous emotions — 

I wished  I were 
dead;  I wished 
something  would 
happen  to  both  Lisa 
and  me.  I was  very 
jealous  of  my  three 
girlfriends,  who  also 
had  married  late  in  life,  but  had 
given  birth  to  “normal”  babies.  I still 
recall  how  incredulous  my  husband 
was  when  I confessed  that  when  I 
gave  Lisa  a balh,  I was  tempted  to 
fill  the  bassinet  up  to  the  top. 

These  thoughts  and  feelings 
aroused  incredible  guilt,  and  I was 
sure  I would  be  punished  for  them.  I 
thought  there  was  something  radi- 
cally wrong  with  me  until  I read 
Wolf  Wolfsenberger’s  rt'search  on 
the  initial  reactions  of  parents  to  the 
news  that  their  child  has  a distibility. 
Wolfsenberger  mentioned  emotions 
like  alarm,  ambivalence,  anguish, 
avoidance,  bitterness,  confusion, 
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Usa  (right)  and 
brother  Paul  show  off 
their  Easter  parade 
outfits  in  1961. 


denial,  depression, 
de5q[)air,  disbelief, 
envy,  guilt,  impulse 
to  destroy,  overi- 
dentiflcation, 
remorse  and 
shame — I could 
identify  with  them  alL 
As  Susan  Blanchard  stated,  the 
grieving  process  is  a continuous  one. 

Even  the  best  adjusted  parent  will 
face  many  occasions  that  re*evoke 
intense  feelings  of  grief.  Feelings 
never  completely  disappear,  they 
remain  part  of  our  emotional  life  for- 
ever, It  is  important  that  we  acknowl- 
edge that  these  feelings  are  a normal 
re^nsetoan 
abnormal  situation. 

I believe  it  was 
healthy  for  me  to 
admit  to  these  feel-  j 

ingsandtotalk  ! 

about  thera  j 

Shedding  my  guilt  ! 

about  these  feelings  | 

freed  mt.  to  help  Lisa 
become  the  terrific 
human  being  she  is.  I 
became  able  to  haw 
dreams  and  visions  of  die  things  Lisa 
would  be  able  to  do.  I worked  hard  at 
making  her  as  independent  as  possi- 
ble, and  I “let  go”  at  a very  earfy  age. 

Thirty-five  years  ago,  most  par- 
ents of  children  with  disabilities  had 
nightmares  about  the  future,  not  the 
dreams  and  visions  of  today’s  young 
parents.  I urge  all  of  you  young  par- 
ents to  move  beyond  grieving,  and 
start  dreaming  of  the  many  things 
youi'  children  can  do.  With  more 
integration,  higlier  expectations  and  | 

more  risk-taking,  our  sons  and  j 

daugliters  will  reach  new  heights.  ’ 

Betty  Pendler 
Neiv  York,  New  York 


Usa  and  Betty  Pendler  cele- 
brate 6ett/!s  birthday  in  1988. 
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Ford  MoDility  Motormg 
Adds  More  To  Life's  Rewards! 


Ford  Motor  Company  understands  that  a physical 
disability  doesn't  mean  life  can’t  be  rewarding.  For 
many,  there’s  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That’s  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that’s  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call.  You’ll 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  lor  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There’s  nothing  for  you  to  send  in ... 
and  there's  no  waiting  for  your  check! 

You’ll  also  receive  a coinplimentary  Ford  Cellular 
Telephone’  and  Roadside  Assistance^  for  the 
duration  of  the  bumper-to-bumper  limited  warranty. 


PROGRAM 


INFORMATION  YOU  NEED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■ friendly  toll-free  and  special  “TDD"  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a "prescription"  for  your  vehicle’s  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all,  you  get  Ford  Motor  Company’s  products 

and  services.  A Company  where  quality  and  service 

are  always  Vob  IT 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users; 
1-800-TBD-0312).  You’ll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


fm  Mihity  NMirliig  VUtt! 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You’ll  meet  people  who 
have  learned  that  the  process  is  really  simple.  You'll 
also  see  how  Ford  products  adapt ...  lor  versatility, 
convenience  and  just  plain  motoring  fun.  Just  ask  for 
your  free  video  when  you  call  us. 

PROGRAM  PERIOD 

October  1. 1994  - September  30, 1995 

' Customer  is  responsible  for  a 121  day  minimum  activation  on  the 
Ford  Cellular  System  Some  local  individual  earners  may  rertuire 
a longer  agreement  as  well  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional  To  be  eligible  lor  the 
complimentary  Ford  Cellular  Telephone,  the  customer  must  also 
live  in  an  area  covered  by  the  Ford  Cellular  System  at  the  time  of 
the  purchase  or  lease. 

^ Ask  your  dealer  for  a copy  of  the  limited  warranty  and  complete 
details  of  the  Roadside  Assistance  Plan.  Vehicles  covered  by  the 
LiiKOln  Commitment,  F-Seiies  Prelerred  Care  or  Red  Carpk 
Lease  plans  have  additional  benefits. 


o 

ERIC 


A NEW  CAR,  VAN  OR  LIGHT  TRUCK  ...  ADAPTIVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 

i-vS 


Ford  and 

Lincoln-Mefirvfy  pinions 
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When  you  have  a child  with  multiple  disabilities,  life  suddenly  becomes 
very  complicated.  You  may  be  referred  from  one  specialist  to  ariother. . .only 
to  receive  conflicting  reports.  No  one  seems  to  have  the  answer.^. 

At  Heartspring,  the  answer  to  multiple  questions  can  he  obtained 
from  specialists  who  w'ork  tt)gether  to  diagmxse  each  child’s  needs  and 
recommend  education  programs  or  treatments  to  meet  those  needs. 

So  parents  don’t  waste  precious  weeks  or  mimths  tr>'ing  to  discover 
where  to  turn. 

For  more  than  60  years,  Heartspring  has  been  a lifeline  ot  hope 
for  parents  and  their  children  with  special  needs. 

During  a ciMTiprehensive  assessment,  the  team  of  profess itmab  at 
Hcartspring  wi^rk  to  analyze  your  child’s  needs.  These  professionals, 
who  devote  the  necessary’  time  and  attention  to  each  child,  include 
speech/language  therapists,  i>ccupational  and  physical  therapists,  a 
ilevelopmenta!  pediatrician,  a psychologist,  a special  education 
teacher,  and  a case  manager.  Parents  are  also  a critical  part  of  their 
child’s  team. 

This  method  of  assessment  has  worked  well  for  children  with 
autism,  mental  retardation,  behavior  disorders,  cerebral  palsy,  seirure 
disi^rders,  hearing  and/or  visitm  impairments,  and  developmental 
delays.  All  assessments  are  conducted  in  a c.  ' ing  residential  school 
atmosphere  by  professionals  who  have  chosen  to  work  w ith  children 
with  multiple  disabilities. 

If  ymi  - or  someone  yini  know  - needs  a lifeline  for  hope  in  the 
assessment  and  treatment  of  a child  with  special  needs,  call  ti>day. 


HBVRJSPWNG' 

A Ufeskills  learning  center 

2400  JAROINE  DRIVE  ♦ WICHITA.  KANSAS  67219-4699 
1 000-  035-1043 
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Inclusion  of  J.R’s  child  will  benefit 
e\"eiy  child,  teacher,  parent,  civic  leader 
and  admiriistrator  who  rubs  up  against 
it  Itis  up  to  J.R  and  her  husband  to 
cany  on  the  struggle.  J.R,  we  are  all 
here  to  help;  your  struggle  is  ours. 
Include  us  in  it  and  include  those  close 
to  you,  too.  You  cannot  do  it  alone. 

H.R.,  Katisas 

Responding  to  Albert  Shanker 

As  a parent-advocate  and  the  parent 
of  an  “included”  child  attending 
school  in  New  York  state,  I was  sur- 
prised to  see  Albert  Shanker’s  article 
(“Inclusion  and  Ideology,”  September 
1994)  reproduced  in  your  magazine. 

While  I understand  that  not  all  par- 
ents want  or  are  ready  for  inclusion,  I 
also  believe  that  special  education 
should  not  be  “segregated.”  Separate 
schools  and  classes  create  concentra- 
tions of  similar  disabilities.  In  such  situ- 
ations, where  are  our  children’s  role 
models?  How  does  a child  with  a 
speech  impairriTent  learn  to  speak  if  no 
other  child  in  the  class  can  speak? 

For  many  years,  speech  therapists 
told  me  that  my  child  “did  not  commu- 
nicate with  her  peers”  when  placed  in  a 
thei^^y  room  with  two  other  children 
with  disabilities.  However,  when  main- 
streamed at  lunch,  she  had  no  difficulty 
communicating  successfully.  The  prob- 
lem was  that  she  had  nothing  to  say  to 
the  two  children  in  the  therapy  room. 

My  daughter’s  inclusion  has  been  a 
success  because  it  has  been  done  prop 
erly.  I thank  my  school  district  and  all 
the  staff  and  parents  who  have  worked 
very  hard  to  make  it  so.  We  were  pio- 
neers who  led  the  way  for  others. 

The  inclusion  movement  does  not 

continued  on  page  8 
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Tell  US  about... 

...experiences  with 
genetic  counseling. 

Write  to:  Readers  Talk,  ExcEimoNAi 
Parent,  209  Haivard  SL,  Suite  303, 
Brookline,  MA  02146,  (617)  730-8742 
(fax).  A sampling  of  reader  responses 
to  this  question  will  appear  in  a 
future  issue. 
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cstaWfetedj”  No  matter  vyto  your  needs,  Braun  has  a, 

. thek  JJroduds  as  the  bencto  .mobility  system  designed  for  you.  The 

International  Pei^nal  MoWHly.  The  new  original  Lifl-A-Way*  platform  lift  is  a ', . . ! 
lift-A^VVayD/CT  continues  . reliablfperformer  pioven  with  over  two 

talion  h»  dependabUkyand  exo^  de^«  of  For  greater  ambuk 

- cargo  access,  we  c^er  ^ 

: - Braun’s  nonskid  yellow  {Automatic  The  lowered  fk»r  Entovan”  is  the  perfect, 

. \ Roll  Stop)  engigds  before  any  vertical  choice  for  the  todividuai  or  small  family,  . . 

^ platform  movement.  Boasting  the  lowest  And,  for  the  person  who  transfers,  the 

loading  ramp  angle  in  the  industry,  the  Braun  Orair  Tc^rpet*  cbnvdiiently  stores  a 

makes  it  easy  to  load  both  power  and  conventional  fok^g  whedchair  out  of  your 

manual  vdwddvuiscmto  the  platfonn.  way. 

Dual  locking  handrailstcctitribute  to  a The  Braun  Corporation,  Mobility  at  its  best 

secure  environment  while  on  the  lift 
platform.  Other  safety  features  include 
yellow  demarcation  of  the  w'heelchair 
loading  boundaries  and  an  override  circuit 
which  prevents  the  Uft-A-Way  D/C*  from 
folding  when  there  is  weight  on  the 
platform.  .> 


MSA 

"Providinq  Access  to  the  World" 

Mjrr 


erIot  copy  available 


(■saMiNiuiA  OMaMMT.auM  Harmren^twcACAlAa 

The  Bnun  Cor,  wotkm  h the  htematlontl  leader  in  mobility  ptvdHCts.  With  four  dhishfts  and  a worldwide  distrUfUtor 
we  /ir.  pinitioned  to  provide  the  eifulffnteHt  and  servicee  you  need,  commiimenl  to  your  soHsfaeikin  is  also . 
byou  irnr  Wferry-Pwe  Vdtrraniy.  Simply  call  J-300-THC*UFT /br  the  0mim  dealer  nearest  you. 
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seek  to  remove  the  choice  from  par- 
ents but  to  ensure  that  all  parents  are 
truly  given  the  oppoitunity  to  examine 
j a fiill  array  of  options.  I agree  with  Mr. 

Shanker  that  sweeping  policies  that 
! determine  what  is  “good  for  all” 
i should  be  viewed  with  skepticism.  But 
I who  will  play  God  and  determine 
: which  child  is  to  be  given  a chance? 

i C.F.y  New  York 

\ 

Best  of  Both  Worlds 

I wanted  to  take  this  opportunity  to  let 
others  know  what  a wonderful  magar 
zine  Exceptimal  Paiwit  is.  I have 
received  only  a few  issues,  but  I truly 
eryoyed  them.  They  have  been  infor- 
I mative,  encouraging  and  supportive, 
i Exceptional  Parent  is  the  perfect 
! title  because  having  a child  with  a dis-  1 
I ability  makes  our  lives  truly  excep- 
; tional.  We  have  a three-year-old 
i daughter  with  Tay-Sachs  disease,  a 
progressive,  neurological  deteriora- 
tion which  leads  to  death  in  early 


childhood.  Naturally,  we  were  devas- 
tated when  we  found  out,  but  our 
daughter  seems  happy,  feels  loved 
and  gives  so  much  love  back  to  as. 

We  also  have  eiglit-month-old  twin 
daughters  who  do  not  have  Tsiy-Sachs. 
We  feel  really  blessed  to  have  the  best 
of  both  worlds.  Our  lives  feel  so  full 
and  rich  with  all  of  our  experiences. 

We  have  really  learned  to  appreciate 
all  of  our  family  and  friends. 

D.R.  & L.R.y  Ohio 

Thanks  from  a Grandparent 

Fm  writing  to  you  about  my  grand- 
son, Andy,  who  has  Down  syndrome. 
EJefore  Andy  was  bom  in  1991, 1 had 
never  even  heard  of  Down  syndrome. 
We  knew  there  was  something  wrong 
with  Andy,  but  we  didn’t  know  what.  It 
took  the  doctors  four  days  to  find  out 
Andy  started  attending  a school  for 
children  with  disabilities  by  the  time 
he  was  18  months  old.  This  is  where  I 
found  out  about  Eocceptional  Parent. 


Haverich  Ortho-Sport,  Inc, 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America. 
Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
Parking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
combinations. 

'More  than  30  specially 
designed  accessories  to 
meet  every  need. 


One  of  Andy’s  teachers  gave  me  a 
copy,  and  now  I subscribe.  I read  it 
and  learn  something  new  all  the  time. 

I w^ould  like  to  thank  you  for  the 
great  job  you  are  doing  for  kids  with 
disabilities.  The  information  yoo  pro- 
vide is  invaluable  to  people  like  me. 

W.G.y  Tennessee 

Problems  with  Search  and  Respond 

I am  really  pleased  that  you  will  begin 
printing  names  in  the  Letters  section 
for  those  who  wish  to  have  this  infor- 
mation printed.  However,  I am  disap- 
pointed that  you  will  not  be  printing 
names  and  addresses  in  Seaixh. 

Although  I understand  your  reasons, 
my  disappointment  has  to  do  wiTh  my 
experiences  responding  to  Seairh  let- 
ters. I have  responded  to  a handJxil  of 
Seaivh  letters  over  the  past  two  vo 
three  years,  but  have  never  once 
received  a reply,  nor  have  I seen  my 
responses  printed.  Okay,  maybe  my 
responses  were  not  the  best  choices  to 
be  printed  in  the  magazine,  but  I don’t 
want  to  believe  that  the  parents  who 
received  my  response  letters  chose  not 
reply  to  me  personally.  That  leaves  me 
with  this  question:  “Were  my  letters 
actually  received  and  forwarded  by 
Exceptional  Patent  magazine?” 

It’s  frustrating  to  make  efforts  to 
connect  witii  others,  but  not  even 
know  if  my  letters  made  it  througli.  It 
has  soured  me  somewhat  to  the  idea 
of  responding  to  any  more  letters.  I 
haven’t  yet  tried  to  do  a Seatvh  myself, 
but  perhaps  it  is  time  to  try.  You  can 
bet  I will  reply  to  eveiy  response  I 
receive. 

Would  you  at  least  consider  mailing 
a postcard  to  responding  parties  to 
acknowledge  receipt  or  to  indicate 
that  our  letters  have  been  forwarded? 

Rosanve  B.  Thorn 
Lynn,  Massachusetts 

Eimxm'sNtm::  Viank  you  for  ytyur  suy- 
gi^tion.  V/e  haie  stalled  acknouiedging 
all  SEAHniand  Rt>uosn  letteis  tvcehxxl 
in  our  editorial  oJ)ices.  All  n\s}X)ns(\H  to 
Siw\R(V  lettets  atvfonmnledj  due  to 
sfxicelhnitalions,  only  a small  f met  ion 
(tin  />c  published  in  Rf^umn  S]xkv 
limitations  also  pjvmit  usfwm  print- 
ing all  the  iS>J>iM7/  let  tern  ux*  mvitx\ 
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If  you  have  difficulty  eritering  and  ejdtijng 
your  vehicle^  ffie  new  G>mpanion  Seat*  is 
yom*  key  to  greater  mobility.  Ite  automatic 
operation  and  rugg^  construction  enable 
semi-ambulatory  persons  to  reliably  and 
conveniently  board  Dodge  Caravan  6t 
Plymouth  V(^ager  minivans. 

The  seat  extends  20”  and  tnts  forward  a fun  6‘‘ 
to  make  boarding  and  easy  Once  cm  the 
seat  am  smoo^y  raised  into  the  vehicle 
by  pressing  the  conveniently  mounted  switdt. 
All  you  have  left  to  do  is  manually  lolate  into 
the  forward  facing  position.  To  exit,  the 
proceduie  is  simply  reversed. 

^ The  Companion  Seat*  utilizes  your  van’s 
ori^nd  seat  but  replaces  the  ejosting  seat 
wiffi  a imique  power  base.  When  not  needed, 
it  functkgis  exactly  as  the  passenger  seat  This 
feature  makes  it  p^ect  for  active  familiea  wiffi 
only  cme  member  who  needs  as^nce.  And, 
as  always,  Braun  thoroughly  tested  the 
Companion  Seat*  to  meet  all  applkaWe  federal 
motor  vehicle  safety  standards. 


If  you  need  financial  assistance,  Chrysler  offers 
ca^  r^tes  towards  the  purchase  ^adaptive 
equi{»nent  ffuougjK  the  Chrysler  Corporation 
Airtonfoy%  Program.  Ask  your  loc^  Braun 
distributCNr  about  other  souK^ 

For  nwre  infonnation  on  ffie  Companion  Seat* 
Gt  other  Braun  mobility  products,  call  us  today 
at  UFT.  We  will  gjve  you  the  name 

a^4kx:atkmofdistn^ 

Now  more  than  ever,  mobility  is  one  of  the 
most  important  things  in  your  life  Let  Braun 
and  the  Companion  ^at*  be  the  answer  to 
your  needs. 

Patents  Pending 

nMia 

Jr^MBicwotiTioa. 

•‘Providing  Access  to  the  World” 

P.OVealid  N 4«9n  USA 


fairtlrtl.  WtliA  FLUM  MunangH>rt CA  WA 
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COPY>VVAILABLE 


The  Bmm  Corpomthn  is  the  inkrnMUotul  letnicr  In  itMity  products.  With  four  diohhns  ntui  a uvridiokte  distributor  netuvrk,  toe 
otv  pi^Hiotttd  to  prooide  the  eifuiiment  and  services  you  need.  Oar  ctmnitment  fo  j^r  sothfuawt » sho  $uf)ported  by  our  Thret^ 
■»»  Yisr  Worry  Frst  Limited  Wkmtnty,  Simpiy  coll  l^BOO'TH&UFT  for  the  Bmtin  des^  ttesmt  yo«. 
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One  Twin  with  Down  Syndrome 

I have  fraternal  twins — ^a  boy  and  a 
girl — Cameron  and  Catie.  The  twins 
have  a close  bond  with  each  other. 
Cameron  has  Down  syndrome,  and  is  | 
very  high-functioning.  We  try  to  treat  j 
him  like  our  other  children,  with  I 
maybe  a little  closer  attention  to  | 

helping  him  develop  language  and 
appropriate  manners.  I 

My  main  c uncem  has  to  do  with  edu-  | 
cationalplarining.1  wanttodowhat’s  | 

best  for  each  of  them  and  both  of  them.  1 
Catie  presently  goes  to  an  eaiiy  child- 
hood program  with  Cameron,  and  it 
has  worked  out  great  But  how'  long 
can  I keep  them  together  without  hold- 
ing her  back?  Catie  wants  to  go  to  j 
HeadStait  with  Cameron,  but  she’s  j 

ready  for  kindergarten. 

I would  like  to  hear  the  first-hand 
experiences  of  other  parents  with  a 
similar’  situation. 

N.M.,  Minnesota 

Swinging  Objects 

My  son  is  10  years  old  and  lias  Down  j 
^idroine.  He  takes  Synthroid  for  | 


hypothyroidism,  but  has  no  other  physi- 
cal impairments.  However,  since  he  was 
a baby,  he  has  had  a tendency  to  focus 
on  objects  that  he  can  hold  and  swing 
around  This  behavior  is  almost  always 
acconpanied  by  talking  to  himself  and, 
sometimes,  by  ginning  in  circles. 

As  he’s  gotten  older,  this  need  to 
swing  objects  and  talk  to  himself  has 
become  stronger.  It  has  become  a prob- 
lem at  school  He  seems  to  **zone  out”  at 
these  times  and  becomes  angiy  when 
we  interrupt  him.  We  ve  come  to  our 
wit’s  end  in  trying  to  understand  and 
lessen  the  fi:equency  of  this  behavior,  if 
not  eliminate  it  altogether.  Any  sugges- 
tions would  be  greatly  sqppredated 

C.7!,  New  York 

Sanitary  Pads 

My  10-year-old  daughter  is  lovely,  funny 
and,  quite  simply,  beautiful!  She  has 
cerebral  palsy — athetoid  type — and  is  a 
quadriplegie.  She  has  total  bow^el  and 
bladder  control.  She  can  knee-walk  and 
crawl  and  has  Ic'ts  of  movement,  both 
controlled  and  involuntary. 

My  daughter  will  soon  be  dealing 


with  puberty  and  the  be^mung  of  her 
menses.  I am  searching  for  a sanitary 
pad  that  will  actually  work  and  stay  in 
place.  Her  body  build  is  slim  and  petite. 
Physical  sqppearance  and  fashion  are 
very  important  to  my  daughter,  so  it  is 
very  important  that  we  find  a pad  that 
won’t  be  visible  and  won’t  leak.  Fll  be 
very  gratefiil  for  any  suggestions. 

M.Ky  Arizona 

Stressful  Car  Rides 

My  26-month-old  son,  Austin,  does  not 
have  a specific  diagnosis,  but  has  been 
labeled  “centrally  hypotonic.”  Austin 
becomes  very  upset  when  riding  in  a 
car  in  a car  seat  Because  he  is  still 
basically  non-verb;  d,  he  is  unable  to 
explain  what  is  bothering  him. 

Austin  has  had — and  still  has — 
some  sensory  processing  problems 
including  a lack  of  response  to  pain. 
He  is  often  unaware  of  food  in  his 
mouth  and  will  hold  it  there  for  pro- 
longed periods.  Austin  loves  rough- 
housing with  his  siblings  and  er\joys 
movement-oriented  activities.  He 
walked  at  23  months. 
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^ To  reach  out  to  parents 
of  children  with  disabilities 
and  special  health  care  needs. 

> To  empower  mothers  and 
fathers  by  providing  practical 
information  and  emotional 
support 

Eiimui  Ahuoiy  Bom 

USA  BUtMBERG,  J.D.,  Corporate 
Attorney,  Aetna.  Hartford,  CT 
T.  BERRY  BRAZELTON,  M.D.,  Clinical 
Profesaor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 
FRANCES  P.  CONNOR,  Ed.D.,  PmfcMor 
EmeriU.  Spcc:al  Education,  Columbia 
University  Teachers  Collefe,  New  York.  NY 


ALLEN  C.  CROCKER,  M.D.,  Director. 
Developmental  Evaluation  Center. 
Children  $ Hospital,  Boston.  MAEU 
FACTOR,  D.M.D.,  Parent,  President, 
V/heelchair  Motorc>ele  Association. 
Brockton.  MA 

MURRAY  FEINGOLD,  M.D.,  Physician- 
in-Chief,  National  Birth  Defects  Center, 
Waltham,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director.  A WORLD  OF 
DIFFERENCE  Institute.  Anti-Defamation 
League,  Boston.  MA 
BRUCE  M.  GANS,  M.D.,  President. 
Rehabilitation  Institute  of  Michigan. 
DetroiL  MI 

SOL  GORDON,  Ph.D.,  Professor 
Emeritus.  Child  and  Family  Studies. 
Syracuse  University.  Syracuse.  NY 
STANLEY  I.  GREENSPAN,  M.D., 
Clinical  Professor  of  Psychiatry  and 
Behavioral  I^diatrics,  George 
Washington  University  Medical  School. 
Washington.  DC 

HERBERT  J.  GROSSMAN,  M.D., 
Professor  of  Pediatrics.  Neurology,  and 
Psychiatry,  Univ.  of  Michigan  Medical 
Center.  Ann  Arbor.  Ml 
DAVID  HIRSCH,  M.D.,  Phoenix 
Pediatrics.  Phoenix.  AZ 


GOODWIN  D.  KATZEN,  Former 
Executive  Director.  Rockland  County 
Center  for  the  Physically  Handicapped, 
Pomona,  NY 

SUSAN  M.  KLEIN,  Pb.O.,  Professor 
of  Special  Eduution,  School  of 
Education.  Indiana  University. 
Bloomington.  IN 
DINALOEBL,  Ed.D.,0TR, 

Associate  Professor,  Department 
of  Occupational  Therapy,  School 
of  Education,  New  York  University,  New 
York.  NY 

EDWIN  W.  MARTIN,  Ph.D.,  President 
Emeritus,  National  Center  for  Disability 
Services.  Albertson,  NY 
JAMES  MAY,  MJt,  M.Ed.,  Project 
Director.  National  Fathers'  Network. 
Beticvue.WA 

JEAN  B.  McGREW,Ph.D., 
Superintendent,  Glenbrook  School 
District  H225.G[enview,IL 
EDWARD  NEWMAN,  Ph.D.,  Professor. 
Temple  University  School  of  Social 
Administration,  n^itadciphla.  PA 
BETTY  PENDLER,  M.S.,  Parent, 

Member.  New  York  State  DevelapmenUJ 
Disabilities  nanning  Courtcil,  New  York,  NY 
STEVEN  P.  PERLMAN,  D.D.S., 
M.Sc.D.»  Assistant  Clinical  Professor, 
Boston  University  School  of  Dentistry. 
Boston,  MA 


HARVEY  PRESSMAN,  President, 
Corporation  for  Opportunity  Expansion. 
Newton,  MA 

SIEGFRIED  M.  PUESCHEL,  MJ)., 
Parent,  Prof,  of  Pediatrics,  Brovim  Univ. 
School  of  Medicine,  Providence.  R1 
PEGGY  MANN  RINEHART,  BA,  Parent. 
Director  of  Communications,  Center  for 
Children  with  Chronic  Illness  and 
Disability,  University  of  Minnesota, 
Minneapolis.  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston.  Houston,  TX 
HARILYN  ROUSSO,  AC.S.W„  Director. 
Dlsabliities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  M A,  Director. 
Child  Life  DepU  Rhode  Island  Hospital, 
Providence.  R1 

HOWARD  SHANE,  Ph.D.,  Director. 
Communications  Enhancement  Center, 
Children's  Hospital,  Boston,  MA 
CAROL  T1NGEY,  Ph.D.,  Parent. 
Psychologist,  University  or  Utah 
Hospital.  Salt  Lake  City.  UT 
HAROLD  TURNER,  D.D.S., 

Associate  Profesaor,  Retired,  School  of 
Graduate  Dentistry.  Boston  University. 
Boston.  MA 
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£Back  arid  forth,  in 
and  out  of  conven- 
tional  hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
ti'catment  of  a young  child's 
neurological  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 
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Hospital  f(/r  Children  and  Adolescents  * 9407  Cumberland  Road  • Neti^  Kent,  Virgin/a  23124  ♦ H800''368-'3472 
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NOW  FEATURING  A 


Bus  Transport  Model 


■N 


ktd’EZ.  Ad]ustabl«  High  Chair  Bate 


* Three  Models 

* Grows  from 
infant  to  age  7 

* Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 


1-800-388- 


527£ 


732  Cruiser  Lane 
Belgrade,  Montana 
59714 
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continued  from  page  10 

We  have  tried  different  car  seats  and  different  seats 
within  the  car.  liis  occupational  ther?q>ist  has  checked  his 
positioning  in  the  seat  and  feels  he  is  physically  comfort- 
able. However,  he  becomes  upset  immediately  when  we 
put  him  in  the  car — crying,  screaming  and  holding  his 
breath  until  he  passes  out,  sometimes  four  or  more  times 
during  a 15-minute  car  ride. 

While  riding  in  the  car,  we  try  to  calm  him — ^iirst  with  dis- 
tractions, and  then  with  a bottle  or  pacifier.  We  are  looking 
for  any  ideas  or  activities  to  help  make  car  rides  less  upset- 
ting for  Austin  and  less  stressful  for  us  and  for  his  siblings. 

C.R.y  Ohio 

Ei)ITOR*s  Now:  Editorial  Advisory  Board  member  and 
Ask  the  Doctor  columnist  David  Hirsch,  M.D.  responds: 
''It  sounds  like  Austin  has  global  delays.  I would  also  be 
concomed  about  his  vision — especially  the  way  he  per- 
ceives moving  objects — as  well  as  his  heaHng  and  bal- 
ance. I would  also  want  to  know  if  he  has  any  problems 
with  stveating  or  regulation  of  body  temperature. 
Because  of  Austin's  lack  of  ivsponse  to  pain,  I ivould 
suggest  he  be  evaluated  for  the  possibility  of  a peripher- 
al sensoy^  neuropathy.  ” 

Desperately  Seeking  Van 

My  17-year-old  daughter  has  cerebral  palsy  and  uses  a 
wheelchair.  She  will  never  walk  and  I am  finding  it 
increasingly  difficult  to  lift  her  in  and  out  of  our  car. 

We  desperat  ely  need  a wheelchair  van — one  that  will  not 
break  down  in  the  middle  of  nowhere  since  we  live  in  a 
rural  area  Many  agencies  have  offered  to  help  us  adapt  a 
van  to  acconunodate  Wendy,  but  we  must  find  a van  first 
We  cannot  afford  a good  used  van,  and  we  do  not  have 
enough  money  to  make  monthly  payments  on  a new  one. 
Does  anyone  know  of  an  agency  that  would  help  as  obtain 
a van  that  can  be  ads^ted  or  one  that  is  already  adapt  e<l? 

A.M.,  Arkansas 


Editor's  Non::  Editorial  Advisoiy  Board  member  and 
Ask  the  Doctor  columnist  David  Hirsch,  M.D.  suggests 
that  C.T.'s  son  be  evaluated  by  a developmental  behav- 
ioral specialist  for  the  possibility  that  he  has  a perva- 
sive developmental  disordei'  (autistic-like  characteris- 
tics) in  addition  to  Down  syndrome.  Di\  Hirsch  also 
recommends  that  the  child's  vision  and  heanng  be 
carefully  evaluated. 


Maternal  Disomy  of  Chromosome  14 

My  youngest  daughter,  Elyse,  4,  has  been  diagnosed 
with  a maternal  uniparental  disomy  of  chromosome  14. 
This  means  she  received  two  strands  of  chromosome 
14  from  me.  rather  than  receiving  one  from  me  and  one 
from  Iter  falluT. 

DcK'tors  U'U  us  she  is  one  of  a few  diildren  in  the  world 
with  tliis  disorder.  We  are  kx)king  for  infomiation  about  this 
condition  and  contact  with  other  families. 

J.T,  New  South  V/ales,  Australia 
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Exceptional 
Needs  . . . 
Exceptional 
Outcomes 

Cj  rotchecl  Mouniain  Foundation  is 
proud  to  announce  its  capacity  to 
facilitate  community-based  housing 
and  aftercare  for  students  returning 
from  residential  settings  to  cities  and 
towns  in  New  York,  Maine,  and 
New  Hampshire. 

Crotched  Mountain  can  provide 
your  child  with  state-of-the-art 
educational  and  rehabilitation  sendees 
in  a preparatory'  school  setting,  followed 
by  a guided  return  to  your  community 
housing,  educational,  and  lifelong 
planning  resources. 

For  more  information  on  these 
services  or  those  of  our  subsidiaries, 
please  contact  our  Admissions 
Officer,  Debra  Flanders  at 
(603)  547-3311,  ext.  235. 

CROTCHED  MOUNTAIN 
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A sttbsidiwy  of  the  Crotched  Mountain  Foundation 
1 Vi*:kni<:v  Dkivk.Gkkknhmii).  Nil  (HIM".  1 
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Omphalocele 

My  six-month-o!d  daughter  was  bom 
with  a large  omphalocele;  her  entire 
liver  was  outside  of 
her  body.  1 am  looking  for  information 
about  the  development  of  children 
bom  with  this  condition.  Fd  like  to 
know  about  things  like  growth  pat- 
terns, motor  skills,  weight  gains/losses 
and  feeding  difficulties. 

L.S.,  Connecticut 

Dandy-Walker  Syndrome 

Our  five-year-old  son,  Michael,  was 
diagnosed  with  a variant  of  Dandy- 
Walker  syndrome  at  sbc  months  of  age. 
My  husband  and  I cany  recessive 
genes  for  this  disorder.  Michael’s  symp- 
toms include  low  muscle  tone,  an  extra 
finger,  a large  head,  a malfomied  cere- 
bellum and  a lack  of  balance  and  coor- 
dination. At  the  age  of  four  and  a half, 
he  is  the  size  of  a two-year-old. 

Michael  is  non-verbal  but  is  very 
receptive  and  expressive.  He  us(  i 


to  communicate.  He  does  not  stand 
without  suppoit,  but  he  can  crawl  and 
walk  with  a walker. 

We  would  like  to  hear  from  par- 
ents and  professionals  who  have 
experience  with  Dandy-Walker  syn- 
drome. We  would  also  like  to  hear 
from  families  who  cany  a recessive 
gene  for  this  disorder.  We  want  to 
have  another  child,  but  know  there 
is  a risk  involved. 

C.Ky  Colorado 

Editor's  Note:  The  Dandy  Walkei' 
S^mdroTne  Netivork  (5030  142nd 
Path  West,  Apple  Valley,  MN  55124; 
612/423-4008,  voice)  can  provide 
mformaticm  abozit  the  syndrome. 
They  can  also  help  you  make  contact 
vxith  other  families  in  the  U.S., 
Canada  and  England. 

Autism  and  Spina  Bifida 

I am  the  mother  of  a four-year-old  son 
who  was  bom  with  spina  bifida  and 


another  child  with  the  same  chal- 
lenges. We  would  like  to  hear  from 
anyone  who  has  a child  like  ours. 

M.K,  Iowa 


Search  and  Respond  h an  ojjpoituni^ 
ers  to  exchange  infbmiatioa  alxwt  t^ 
experiences  meeting  the  ewi>day  challenges  of  Hfe 
a child  or  adolescent  vvhh  a disabili^.  We  alao 
expect  paienb  to  a^  ap|Ht)piiate 

indicate  the  letter  b a 
lesponte,  tta  tesponse,  be  sure  to  note  in 
issue  the  oiiguud  Seai^  letter  appeared 
responses  are  foniwtfed  ^ 
let^  soHK  are  published  PUbttshed  lett^ 
edited  for  purposes  of  space  and  daii^. 

Writeorfox: 

Search  or  Respond 
Exceptional  ParaU 
209  Harvard  Street,  Suite  303 
BtOGldiiie,MA02146^ 

Fax:  (617)  730^42 

For  infonnaUoQ  about  ^Kdlk  disabilities,  contact 
the  Natfonai  Organization  for  Rare 
(NORD),  100Rt37,PO.  BQx8323,NewFair6dd,CT 
06812,  (800)  999-NORD,  C^)  746^18.  Also,  see 
*"Nattond  Resounes  for  Spedffo  Disabihti^ 
Conditions*'  \xiExicancmPmiffs  l995RexAtr.:^ 
(2uadr  (January  1995). 


some  sign  language  and  picture  books  also  has  autism.  We  have  not  heard  of 
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The  new  lightweight  and 
highly  maneuverable  Li’I 
Excelerator,^  from  Top  End 
by  Action,  has  been  de- 
signed and  built  especially 
for  younger  riders  and  is  available  in  12"  or  14"  seat  widths  and 
heights.  The  super  smooth,  3-speed  shifter  is  positioned  within  easy 
reach.  The  Sturmey  Archer  3-speed  hub,  with  coaster  brake,  lets 
you  back  up  without  shifting.  Oval-tube  Chrome-moly  frame 
construction,  with  adjustable  seat  and  upholstery,  makes  transfers 
In  an^  out  easy  too. 

Clear  chain  guard 


Adjustable  back 
and  seat 


Adjustable  tension 
upholstery  with 
cushion 


Easy’to-reach, 
3-spead  shifter 


20"  performance  Custom-built,  oval-tuba  Adjustable  dual 
wheals  with  Chroma-moly  frame  footrests  with 

knobby  tires  safety  straps 

TOP  END  by  Action.  4501  63rd  Circle  No.,  Pinellas  Park,  FL  34665 
TEL:  (813)  522-8677  • FAX:  (81 3)  522-1007  •TOLL  FREE:  (800)  532-8677 
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Over  100,000  Swing  Accidents  Were  Reported  Last  Year! 


nj  Mind  . • 


Prvvt^nttibfe  Iniury 
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Canfithiicr  ' 
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Mnkns  ci  Grant  Gift 

Call  Toll-Free 
1-800-964-5553,  . ii'':, 


Please  Send . 

Name.. 

Address 


. SWINGMATES  To: 


State Zip  Code . 

MC/Visa/AE/Disc 

Exp.  Date 

Signature 


Personal^C' 


Please  allow  4-6  weeks  for  delivery.  Personalxhecks 
accepted  on  the  teluphono. 


Money  Bnck  Gunriintca  . 
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Deafness  and  Motor 
Impainments 

T.K.  (December  is  Uie  jxii'ent 
of  five-year-old  EUainoye^  who  was 
bom  with  hypotonia  and  ce^ebtrii 
palsy  qffecthig  the  right  side  of  her 
body.  Eleanme  has  always  been 
exceptionally  visually  alert  and 
socially  awaie.  Though  making 
steady  p^rogress  in  motor  skills,  she 
did  not  develop  language.  Last  sum- 
mer, she  was  diagnosed  as  profound- 
ly deaf.  T.K.  asked  foi'  positive  stories 
about  children  with  motor  impair- 
ments and  deafness,  especially  those 
whose  deafness  2vas  diagnosed  late. 

My  14-year-old  daughter,  Justine, 
has  athetoid  cerebi*al  palsy  and  is  also 
profoundly  deaf,  I learned  .Justine  was 
deaf  when  she  was  four  months  old, 
however,  it  took  me  at  least  five  years 
to  become  fluent  in  sign  language. 

Justine  is  mainstreamed  in  a public 
high  school  She  uses  American  Sign 
' Language  and  attends  school  with  an 
educational  interpreter/aide.  She  plans 
to  attend  college  or  technical  school 
Justine  recently  got  a laptcq)  computer 
that  also  functions  as  an  augmentative 
communication  device  so  she  can  com- 
municate more  easily  with  people  who 
do  not  understand  sign  language. 
Justine’s  e:q>ressive  signs  are  hard  to 
understand  because  her  arms  and  trunk 
are  most  affected  by  her  cerebral  pai^. 
This  makes  the  augmentative  communi- 
cation system  essential  for  her. 

My  daughter  is  beautiful,  bright  and 
very  outgoing.  She  has  a new 
boyfriend,  who  is  hearing  and  uses  a 
wheelchair,  they  communicate  with 
the  aid  of  the  computer.  Justine’s 
future  looks  bright,  although  14  years 
ago,  I did  not  think  so. 

As  for  your  daughter,  Eleanore — she 
needs  language,  and  fast!  A late  diagno- 
sis of  deafiiess  is  not  uncommon,  but 
that  makes  the  challenge  for  you  more 
difliculL  My  advice  is  to  learn  as  much 
sign  language  as  you  can,  so  you  can 
give  Eleanore  a language  base. 

The  bi'Si  way  to  leani  sign  langiuige 
is  to  be  with  people  who  arc  deaf.  If 
Montana  has  a sUrte  school  for  the 
deaf,  they  probably  offer  sign  language 
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classes.  Another  idea  is  to  bring  deaf 
people  to  yoa  We  have  personal  care 
workers  in  our  home;  in  the  past,  we 
have  hired  deaf  women. 

You  will  need  to  access  the  deaf 
conununity  to  learn  their  language, 
however,  Eleanore  may  never  be 
accepted  as  a full-fledged  member  of 
that  community.  Many  deaf  people 
identify  themselves  as  members  of  a j 
cultural  and  linguistic  minority 
group.  Most  do  not  think  of  deafness 
as  a disability. 

Justine  attended  the  Wisconsin 
School  for  the  Deaf  for  many  years, 
but  she  is  accepted  better  now  as  a 
mainstreamed  student  in  a “hearing 
school.” 

Since  Eleanore  has  coordination 
problems  and  limited  use  of  her  right 
arm,  you  might  have  her  evaluated 
for  augmentative  communication.  At 
the  same  time,  you  should  encourage 
Eleanore  to  sign  for  herself  Many 
signs  requir  e fine  motor  coordina- 
tion, however,  you  and  your  family 
will  be  able  to  understand  her  signs. 
Justine’s  signs  aren’t  perfect,  but  I 
can  understand  them,  and  others 
who  know  her  well  can,  too. 

I can  tell  by  your  letter  tliat  you 
have  positive  goals  for  Eleanore,  and 
so  you  should.  Nothing  in  my  life  has 
been  as  rewarding  as  raising  Justine. 

I couldn’t  be  prouder  of  her  accom- 
plishments. She  will  take  the  world 
by  storm,  and  so  will  Eleanore! 

J.E.,  Wisconsin 

Down  Syndrome  and  ADHD? 

J.G.  and  J.J.  (Febniaty  1995)  aiv  the 
[xmmts  of  fimr-and-a-half- year-old 
Jameji,  who  has  Down  syndrome. 
Ihvfessionais  consido' James  to  be 
very  high-functioning,  but  some  feel 
he  may  have  attention  deficit  hyper- 
activity disoider  (ADHD).  One  psy- 
chologist luts  suggested  that  the  use 
of  Ritalin  may  be  appwpriatc.  J.G. 
and  J.J.,  who  describe  their  son  as  a 
'iypical  class  cloivnfi  worry  that  they 
will  be  'imding  James' iMayful  jxr- 
sonalityfora  better-behaved  child." 

Our  son,  Matthew,  is  almost  five  and 
vsounds  like  a double  for  your  James. 


We  always  said  Matthew  was  “hyper,” 
but  by  the  time  he  was  three,  we  were 
having  a great  deal  of  diffiailty  ceding 
with  his  behavior.  We  tried  working 
with  the  parent  educator  at  Matthew’s 
eariy^  intervention  program  to  develop 
strategies  that  would  help  him.  But  by 
the  time  he  turned  four,  Matthew  was 
totally  out  of  control 
Last  spring,  we  sought  help  from 
professionals  who  had  special  exper- 
tise in  behavior  modification  for  chil- 
dren with  disabilities.  While  profes- 
sionals would  not  officially  classify 
Matthew’s  problems  as  AJDHD,  we 
agreed  to  put  Matthew  on  Ritalin  tem- 
porarily while  we  worked  closely 
with  the  behavior  therapist.  We  start- 
ed him  on  tlie  lowest  possible  dosage 
(5  mg.,  twice  a day)  and  never  needed 
to  increase  it 

Matthew’s  behavior  problems 
seemed  to  stem  from  the  fact  that  he 
is  so  high-functioning  and  has  such  a 
great  sense  of  humor.  When  he  “got 
going,”  he  found  it  difficult  to  “turn  it 
off  and  relax.  We  tried  Ritalin 
because  he  could  not  control  himself 
enough  for  behavior  modification  to 
work.  While  it’s  true  he  was  q\iieter 
and  a little  less  “spunky”  while  on 
Ritalin,  the  drug  made  it  possible  for 
us  to  implement  the  behavior  training. 

In  September,  Matthew  started  a 
full-day  program  at  a parochial 
school  for  children  with  special 
needs.  I would  give  him  his  first  dose 
of  Ritalin  in  the  morning;  his  teacher 
gave  him  the  second  dose  at  lunch.  One 
j day  she  foigot  to  give  him  the  second 
’ dose  and  called  me  to  say  that  he 
! seemed  much  more  “alert,  playful  and 
: verbal”  than  ^e  liad  ever  seen  liim.  We 
! decided  to  tiy  giving  him  only  the  mom- 
j ing  dose.  He  did  so  well  in  the  afler- 
! noons  without  it,  that  we  eventually  dis- 
continued the  morning  dose  as  well. 
Matthew  luis  been  off  Ritalin  for 
] almost  four  months  now.  He  is 
1 doing  wonderfully  in  school — his 
J teacher  has  never  had  a problem 
j with  him  and  probably  thinks  we  are 
] crazy  for  ever  putting  him  on  it  in 
I the  first  place.  He  constantly  comes 
1 home  with  awards  and  certificates 
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KM'I.IIhKC  HIM 
Television  is  iinpoftont  lo( 
Atnerica's  disability  community. 
The  netsvoik's  programming 
helps  Americans  with  disabili- 
ti.Dsjnove  into  mainstream  life 
by  changing  perceptions,-  . 

SmrOR  BOB^DOlf 


K\j  mdhm  on 

not  only  gives  people  with 
disabilities,  a new  means  ol 
(ominunicotion,  but  television 
gives  nil  Americans  on  ■ 
oppoi  tunilyto  maximize 
dbiiities.  \ \ 

5£WArO/?  TOM  HARKtN 


• t one.ol.49  million^ 
Americans  who  happens  to 
have  n disability;  like  1 ■ . 
happen  to  have  epilepsy- 
I'm  very  cxcitcd'.about 

K\J!  ll)Os(  (Tri..  K)^ 

uses  the  extraordinary  pow^r 
of  television  to  conmiunicnte 
ide'os  und .positi.ve-r6le  models 
foj'our  complex  socielY- 
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brighten  American  homes  from 
coast  to  coast  with  good, 
quality  television. 
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the  effort  to  bring  this  exdtmg 
network  to  every  lionie  in  | 
America.  * 
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for  “Student  of  the  Month”  and 
“Student  of  the  Week.” 

Don’t  let  us  mislead  you,  Matthew 
is  still  quite  a “bugger”  at  home,  to  say 
the  least,  but  even  without  the  Ritalin, 
he  still  responds  to  behavior 
modification  techniques  without  the 
battles  we  originally  encountered. 

We  feel  quite  strongly  that  Ritalin 
was  the  answer  for  us,  but  only  in 
coqjunction  with  behavior  ther^y, 
and  certainly  not  for  a long  peri^  of 
time.  Because  the  drug  stays  in  the 
system  for  only  three  to  four  hours, 
you  can  skip  a dose — or  a whole  day 
if  things  are  going  well — without  any 
hannful  effects. 

L.N.  & J.N.f  Pennsylvania 

Encephalocele/Microcephaly 

J.H.  & T,H.  (February  1995)  have  a 
two-year-old  dmightei)  Emily,  who 
'ivas  bom  with  miovcephaly  (small 
head)  and  an  encephalocele  (opening 
in  the  skull)  which  2vas  closed  surgi- 


cally at  seven  months.  Emily  subse- 
quently developed  hydrocephalus,  a 
seizuie  disorder  and  bilateral  optic 
nerve  hypoplasia.  J.H.  and  T.H.  were 
looking  for  parents  of  a similar  child 
or  anyone  else  'loith  iiformation  on 
this  type  of  encephalocele. 

My  seven-year-old  daughter, 
Monica,  was  bom  with  an  occipital 
encephalocele,  microcephaly  and 
eimniotic  band  syndrome  (caused 
by  constraint  in  the  uterus  and 
resulting  in  deformities  of  her  right 
arm  and  hand).  Her  encephalocele 
was  repaired  when  she  was  48 
hours  old.  Happily,  she  did  not 
develop  hydrocephalus,  but  she  has 
severe  mental  retardation,  cerebral 
palsy  and  bilateral  optic  nerve 
hypoplasia.  She  is  legally  blind  and 
has  a seizure  disorder. 

Monica  took  her  first  steps  just 
before  her  sixth  birthday.  She  now 
walks  independently  around  our 
home,  however,  her  balance  is  not 


very  good.  Tliere’s  no  keeping  her 
down,  so  for  her  own  safety,  she 
needs  to  wear  a crash  helmet 

Monica  attends  an  integrated  morn- 
ing kindergarten  and  an  afternoon 
special  education  class  at  our  local 
elementaiy  school.  Acceptance  by  her 
peers  and  school  staff  has  been 
exceptional. 

Monica  is  non-verbal  and  uses  aug- 
mentative communication  to  answer 
yes/rio  questions  with  some  success. 
She  also  reaches  out  for  objects  she 
wants;  for  example,  she  will  choose 
between  a cup  and  bowl  to  indicate 
whether  she  wants  to  eat  or  drink 
Her  school  is  working  on  expanding 
the  number  of  messages  she  can  com- 
municate on  her  augmentative  com- 
munication device. 

I consider  myself  very  lucky  to  have 
Monica  in  my  life.  The  affection  she 
gives  is  so  pure  and  without  ulterior 
motives;  we  should  all  be  that  way! 

L.P.,  Connecticut 


Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

• Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

• Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked  I 
Can  operate  while  in  water! 

• Multi-directional! 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

• Battery  operated  & no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 

Barrier  Free  Lifts,  Inc, 

P.O.  Box  4163  • Manassas,  VA  22110 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 
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At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 

1-800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


Locations:  Arizona,  Caiifornia, 
Connecticut,  Deiaware,  District  of 
Coiumbia,  Fiorida,  Georgia,  Maryiand, 
Massachusetts,  New  Jersey,  New  York, 
Pennsyivania,  Tennessee,  Texas 


For  information  and  assistance, 
contact  Nationai  Referrai  Services 
1-800-345-1292 
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Devereux 

Since  1912 


Tom  Sullivan 

His  parents  never  took  ''no”  for  an 

Tom  Sullivan,  48,  is  the  autlun'  of  seven  books.  His  autobi- 
oginphy,  If  You  Couw  Sek  What  I Hear  was  mode  into  a 
film  in  1982.  Sullivan  has  also  appeared  cm  television  in 
'Highway  to  Heaveyi,''  "Fame,*'  "Moiic  & Mindy" and 
"WKRP  in  Cincinnati.  "He  was  a special  canespondent 
fin' ABC's  "Good  Morning,  America” firmi  1979  to  1982, 
and  has  unitten  and  produced  several  films  fin'  television. 
Sullivan's  most  rvcent  book  is  Speciai.  Parent,  Speciaj. 

Child  (G.P.  Putnam's  Sons,  1995;  available  thrcmgh 
Exceptional  Parent  Library,  800/535-1910),  a collection  of 
interviews  with  six  parents  of  children  urith  disabilities. 
Sullivan  and  his  wife.  Pally,  live  with  their  two  children 
in  Denver,  ColomcUr. 


answer 

blind.  However,  blind- 
ness may  have  been 
tlie  best  thing  that’s 
ever  hs^pened  to  me. 
Fve  eryoyed  a world 
of  senses  that  many 
people  never  take  the 
time  to  appreciate. 
This  appreciation  didn’t 
come  naturally,  it  was 
molded  by  the  love 
and  dedication  of  my 
parents. 


Tom  Sullivan  Sr.  (“Porky”)  wanted  to 
make  sure  that  Tom  Jr.  could  do  and 
be  whatever  he  wanted. 


I was  bom  three  months  premature  in  1947  in  a hospital 
just  outside  Boston.  Too  much  oxygen  in  my  incubator 
caused  a filament  to  form  over  the  corneas  of  my  eyes,  a 
condition  known  as  retrolental  fibroplasia  As  a result,  I m 


I cannot  iniagiiie 

what  it  was  like  for  my  parents  to  sit  in  tlie  office  of  the 
niost  famous  ophthalmologist  of  the  time  .and  listen  while 
he  told  them  they  had  a blind  son.  My  mother  still  quotes 
him  today:  “Mister  and  Missus  Sullivan,  take  him  home  and 


ortunmes 
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Jor  a 

Better  Future 


Here  at  The  New  England  Center 
for  Autism,  we  offer  the  programs 
now  that  will  make  a better  future 
for  the  young  child  with  autism, 
FDD,  and  behavior  disorders.  At 
the  primary  level,  our  residential 
program  focuses  on  children  ages 
3-12.  Students  are  taught  using 
proven  intensive  instructional  tech- 
niques based  on  applied  behavior 
analysis.  Studies  nationwide  have 
shown  the  significant  impact  this 
type  of  program  can  make  on  the 
young  child’s  development.  This 
short-term  placement,  combined 


with  our  individualized  transition 
programs,  provides  an  avenue  to 
return  children  to  their  homes  and 
public  schools  with  the  skills  to 
grow  and  thrive  in  integrated  set- 
tings. Let  us  work  with  you  to  meet 
the  needs  of  the  young  children  in 
your  system  with  autism  and  FDD. 

Services  include: 

• 1;1  and  low  staff-to-student  ratios 

• Discrete  trial  training 

• Fositive  behavioral  programs 

• Farent  support  and  training 

• Language  acquisition 


For  more  information  on  our 
programs,  please  contact 

Catherine  M.  Welch.  M£d. 
Director  of  Admissions* 


33  Turnpike  Road.  Southboro.  MA 
01772  (508)  48M015 

Just  20  miles  from  Boston 
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Hackensack  Medical  Center’s 
Department  of  Pediatrics 

13th  Annual  Conference 

A Week  of  Continuing  Medical  Education 


Developmental- 
Behavioral  Disorders 

AND 

A Specirijm  of 
Pediatric  Challenges 

May  21-27, 1995 

Hilton  Head  Resort 

Hilton  Head  Island,  Soirm  Carolina 


■ Attendees  may  register  for  all  or  part  of  die 
conference  and  earn  up  to  50  credit  hours 
Category  I from  the  American  Medical 
Association. 

■ A distinguished  pediatric  faculty  will  present 
materials  in  plenary  sessions,  workshops, 
and  roundtable  discussions. 


■ Tlie  conferences  will  focus  on  timely  pedi- 
atric subjects  as  well  as  healthcare  reforms. 

■ Tuition  is  based  on  number  of  days  in 
attendance. 

For  more  information,  call  Hackensack 
Medical  Center’s  Department  of 
Pediatrics  at  (201)  996-5300. 


Hackensack  Medical  Center 

DON  IMUS  -WEAN  Pediatric  Center  for  Tomorrows  Children 
30  Prospect  .\venue,  Hackensack,  New  Jersey  07601 

Aftiliated  vvith  th'j  University  of  Medicine  & Dentistr>’  of  New  .Jersey 
and  a member  of  the  University  Health  System  of  New  Jersey 
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ith  you  for  life! 


Comfortable,  secure 
support  anjrwhere! 

Use  the  Columbia  Positioning  Commode 
freestanding  or  over  any  toilet 


The  choice  is  easy  - when 
you  have  a choice!  That's 
why  we  offer  5 different 
commodes  to  suit  your 
child’s  support  needs, 

• Adjust  height,  tilt,  seat 
depth,  footrest  for  ideal  fit 

• Adjust  pelvic,  chest  belts 

• Removable  padded 
abductor/splash  guard 

• Non-slip  padded  child- 
sized seat 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient,  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs*, 
up  to  5 feet  tall! 

Handsome,  durable  and 
convenient  to  use! 

Contact  us  for  your 
nearest  dealer 
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love  him.  Or  institution- 
alize him.  Those  are 
your  only  alternatives.** 

My  parents  chose  the 
first  option;  they  took 
me  home  and  loved  me. 

Recently,  my  mother 
has  begun  to  talk 
about  my  childhood.  It 
saddens  me  to  hear 
how  painfiil  it  was  for 
her  to  raise  a blind 
child.  However,  she 
believed  her  child 
should  not  be  limited 
by  his  disability. 

When  I was  five 
years  old,  I was  sent  to 
the  Perkins  School,  a 
boarding  school  for 
blind  students  less 
than  an  hour  away 
from  my  home  in 
Boston.  Every  Friday 
night,  my  parents 

brought  me  home  for  the  weekend. 

My  mother  still  talks  about  the  first  time  they  brought 
me  to  Perkins:  “I  watched  this  little  child  being  taken  away 
by  a very  kind  house  person.  You  got  the  message  that  you 
were  not  going  to  be  with  us  and  I had  to  stand  there  while 
you  kicked  and  screamed  and  fought  them.**  Even  at  five,  I 
understood  that  if  I weren’t  blind,  I v/ouldn’t  have  had  to  be 
at  that  school.  I knew  that  I wanted  to  be  included  with 
sighted  children. 

Extracurricular  activities  were  my  ticket  out  of  loneli- 
ness, and  I was  ble^d  with  parents  who  allowed  me  to 
become  all  the  things  I hoped  to  be.  Whenever  m^^  oar- 
ents  were  told  I couldn’t  do  something,  they  found  a way 


Sullivan  attends  his  daughter 
Blythe’s  21st  birthday  party,  In 
1991,  with  his  mother,  Marie, 


Sullivan  with  (from  loft)  son  Tom,  wife  Patty  and  daughter  Blythe. 
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to  allow  me  to  do  it.  For  instance, 
once  they  knew  I was  musical,  they 
did  everything  possible  to  bring 
music  into  the  house.  My  father 
would  bring  barroom  musicians 
home  at  night  and  we’d  play  Irish 
songs  until  four  in  the  morning. 

Then,  he  found  out  that  I liked  gospel 
music.  Picture  a white  Irish  Catholic 
father  taking  his  son  to  a Black 
church  so  he  could  sing  gospel 
music.  He  didn’t  care  what  it  took. 

He  just  wanted  me  to  be  happy. 

Pamful  times 

My  parents  did  everything  possible 
to  make  sure  I spent  my  time  with 
children  who  could  see  when  I was 
home  from  school.  But  no  matter 
how  hard  they  tried,  there  were 
moments  that  were  incredibly 
painful.  I would  stand  in  my  back- 
yard, listening  to  the  soimd  of 
other  kids  playing  baseball  down 
the  street.  Every  time  a boy  hit  his 
baseball  with  his  bat,  1 picked  up  a 
rock  and  hit  it  with  a stick. 

One  day  when  I was  doing  this,  a 
kid  passed  by  and  shouted,  “How 
you  doin’,  blindey?”  At  that 
moment,  I knew  that  he  thought  of 
me  as  different.  It  hurt. 

After  that,  my  father  began  design- 
ing games  that  I could  play  with  the 
neigliborhood  kids — a buzzer  on  a 
basket  so  I could  shoot  hoops  in  the 
driveway;  baseball  played  with  a vol- 
leyball bounced  on  the  cement,  me 
swinging  at  the  sound. 

I also  remember  the  time  my 
father  bought  me  a pony.  That  sum- 
mer, I charged  a nickel  for  any 
neighborhood  kid  who  wanted  a 
pony  ride. 

Parents  of  courage 
and  vision 

Tlie  hardest  concept  for  a pereon 
with  a disability  to  imderstand  is  the 
balance  of  interdependence:  How 
nuidi  can  I do  alone,  Jind  hov/  much 
hell)  must  I ask  for?  This  leads  to 
one  of  the  itardest  questions  for  par- 
ents: Wlien  do  1 let  go? 


My  mother  remembers  my  first 
day  at  Providence  College.  After 
checking  in,  my  parents  watched 
while  I tried  to  find  the  cafeteria  My 
mother  immediately  thought  back  to 
the  day  they  had  brought  me  to 
Perkins:  “I  cried  just  like  I did  when 
you  were  five.  I didn’t  want  to  help 
too  much  or  be  in  the  way.  I had  to 


watch  you  struggle  in  a completely 
strange  place  for  this  independence.” 
To  be  fair,  I wanted  my  freedom, 
but  I would  have  been  just  as 
happy  to  go  back  home.  Freedom 
is  frightening.  You  want  it,  you 
work  for  it,  you  scramble  to 
achieve  it,  but  it’s  frightening.  A 
blind  person  is  limited  by  the 


C 
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length  of  his  arm  and  the  length  of 
his  stick  in  a strange  environment. 
Your  ears  and  senses  are  picking 
up  everything  around  you,  but  you 
know  that  you’re  limited  by  the 
distance  you  can  reach  with  your 
arm  and  the  distance  you  can 
touch  with  that  stick.  And  my  par- 
ents saw  that.  “I  watched  while 
you  asked  the  first  three  kids  for 
help,”  my  mom  said.  **''ou  didn’t 
get  it.  The  kids  gave  you  that  kind 
of  *Oh,  I don’t  know.  Go 
ask  somebody  else.”* 

Special  Parent, 

Special  Child 

Special  Pat'enU  Special 
Child — a book  that  I am 
more  proud  of  than  any  of 
my  others — focuses  on  feel- 
ings all  parents  with  chil- 


dren of  disabilities  share.  When  I 
first  spoke  about  my  childhood  with 
my  mother,  I realized  tliat  although  I 
had  often  been  asked  what  my  par- 
ents did  when  1 was  a child,  no  one 
had  ever  asked  how  they  felt.  After 
hearing  my  mother  speak  about  her 
pain,  I wanted  to  let  other  parents 
speak  openly,  to  share  all  the  feel- 
ings that  no  one  had  asked  them 
about  before.  I inteiviewed  more 
than  200  families  and  chose  six  tiiat  I 
felt  could  express  their 
experiences  with  the  most 
insight  and  eloquence.  These 
families  were  wonderfully 
candid  in  discussing  the 
strain  of  raising  a child  with 
a disability. 

Speaking  with  them,  it 
astounded  me  to  leam  that 
the  pain  and  anguish  felt  by 


my  parents  47  years  ago  has  not 
been  eliminated,  but  has  only  been 
made  sharper  by  a more  complex 
health  system.  It  was  no  surprise  to 
discover  that  parents  have  strength- 
ened their  love  for  their  children 
and  the  resolve  needed  to  help  them 
succeed.  Caring  teachers  and 
school  administrators  struggle  to  do 
a good  job  with  less  money  and 
more  students.  Doctors  love  and 
nurture  their  patients  and  therapists 
give  of  themselves,  but  they  are 
hampered  by  a complex  and  slow- 
ntoving  health  care  system.  In  the 
end,  the  success  of  people  like  me 
comes  from  parents  who  do  not 
accept  “no”  as  an  answer  and  who 
are  creative,  making  the  most  of  an 
environment  that  contains  opportu- 
nities for  every  child  with  special 
needs.  EP 
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For  the  first  time  a Special  Auto  Insurance 
program  for  Special  People 


ASK  YOURSELF 
THESE  QUESTIONS... 

Arc  the  moclilicuti(  )iis  to 
youv  \'ehiclec()\'(M’('cl  unck^r 
\'our  auto  insurance? 

ir.v(  »ur  vehicle  broke*  down 
on  the  hif>nway  would  ,\oui- 
auto  insurance*  coN'cr  th(* 
cost  lor  six*cial  transtXH’ta- 
tion  toj^et  home? 


^ Doc*»syour  auto  insurance 
cov(*r  the  hi0K*i’cosl  to  i-(*nl 
a ukkI irk'd  r(*plact*mc*nt 
\ehick*? 


MOST  PEOPLE  DON’T  HAVE  TO  ANSWER  QUESTIONS  LIKE  THESE.  THEY’VE  NEVER 
NEEDED  SPECIAL  TRANSPORTATION  FOR  A CHILD  WHO  USES  A WHEELCHAIR,  OR 
PAID  FOR  A MODIFIED  RENTAL  VEHICLE,  OR  INSURED  A CONVERTED  VAN  WITH 
SPECIAL  EQUIPMENT. 

But  we  have.  We  know  how  difficult  the  simplest  transportation 

PROBLEMS  CAN  BECOME  WHEN  YOU  HAVE  A CHILD  WITH  A DISABILITY.  THAT’S 
WHY  WE  DEVELOPED  THE  ABILITIES  PLUS*"  PROGRAM.  IT  PROVIDES  YOU 
ANSWERS  TO  THESE  QUESTIONS. 

Abilities  plus*"  expands  the  automobile  insurance  benefits  that 

ARE  MOST  IMPORTANT  TO  YOU,  AND  IT  ADDS  MANY  UNIQUE  FEATURES  TO  MAKE 
THE  COVERAGE  MORE  VALUABLE  TO  YOU. 

Customized  COVERAGE.  Fast,  fair  claim  hanLuing.  And,  customer 

SERVICE  24  HOURS  A DAY,  EVERY  DAY  OF  THE  YEAR. 

For  more  information  or  a free  quote  on  ABILITIES  PLUSj"  call 


COVCRAOt;  AVAILAVIUtY  VARIES  BY  STATE 


1-800-222-2788 

Ask  for  department  R 

OR  WRITE  U9  AT  P.O.  Box  SI  I 98.  LUTHCRVILLC.  HD  21094-9719 

llieMaiyland 
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HEN  Young 

Chi  WREN  ARE 

Injured: 

FmiUES  AS  Caregivers  in 
Hospitals  and  at  Home 
by  Marilyn  iMsh,  M.S.  W 
and  Jane  HaUiivanyei; 

MA,  EcLM.,  Is  pub- 
lished by  Exceptional 
Parent  Press  and  is 
available  thnmgh 
Excefuonal  Parent 
Library  (800/5S5-1910).  It  is  the  third 
in  a seties  developed  by  the  Research 
and  Ttmning  Center  in  Rehabilitation 
and  Childhood  Trauma^  Depaitment  of 
Rehabilitation  Medicine,  Tufts 
University  School  of  Medicine,  Neiv 
England  Medical  Center  The  foUoiimig 
is  an  eoocerpt: 

Parents  and  professionals  sometimes 
disagree  over  whether  it  is  helpful  for 
parents  to  be  with  their  child  during  a 
painful  procedure.  Some  parents  feel 
that  there  is  no  time  when  their  sup- 
port is  r c .ded  more  and  prefer  to  stay 
with  their  child.  Some  professionals  try 
to  involve  parents  in  specific  ways  to 
help  calm,  distract  or  reassure  their 
child.  Others  believe  that  the  anxiety 
and  distress  of  parents  can  upset  the 
child  even  more. . . Decisions  must  con- 
sider the  child's  age  and  ability  to 
understand  what  is  happening,  a par- 
ent's reaction  and  ability  to  give  com- 
fort or  reassurance  and  a professional’s 
preferences  and  past  experience. . . 

Parents  can  help  professionals  dur- 
ing difficult  procedures  by  avoiding 
negative  comments  so  that  the  child 
does  not  see  the  professional  as  the 
“bad  person  who  did  this  to  me." 
Parents  can  help  children  build  trust  in 
caregivers  by  helping  them  understand 
that  sometimes  “it  hurts  for  awhile." 

limits  of  parents’  power 

Young  children  believe  that  parents 
can  do  just  about  anything.  They  are 
used  to  being  loved,  fed,  washed  and 
entertained.  It  is  a shock  to  discover 
that  parents  are  unable  to  protect  them 
from  pain^  take  them  out  of  their  ban- 
dages or  traction,  or  change  other 


unpleasant  parts  of  their  ho^i- 
tal  care.  If  parents  choose  not  to 
be  present  during  painful  proce- 
dures, or  if  they  are  asked  to 
leave,  they  still  have  an  impor- 
tant role  in  comforting  the  child 
after  the  procedure  is  over. 

An  iryured  child  needs  help 
to  sort  out  confusing  messages 
about  who  is  in  charge,  who  to 
trust  and  what  parents  can  and 
can’t  do.  Tbddlers  or  preschool- 
ers may  feel  their  trust  in  you  has 
failed.  They  may  be  upset  when  your 
touch  and  smiles  are  not  matched  with 
the  power  to  fix  things  as  you  have  in 
the  past  Build  trust  again  by  preparing 
your  child  for  each  new  experience. 
When  you  pause  to  explain  wliat  wiU 
be  happening,  and  it  then  hs^pens  the 
way  you  predicted,  your  child  will  be 
comforted  and  gain  some  security. . . 

Pain  and  medication 

It  is  very  hard  for  parents  to  see  their 
children  in  paia  Many  parents  feel  espe- 
dally  helpless  and  worried  when  they 
must  leave.  You  can  help  your  child  by 
following  these  suggestions: 

• Ask  doctors  and  nurses  about  the 
advantages  and  disadvantages  of  pain 
medications  and  their  schedule  and 
doses. 

• Help  your  child  during  difficult  times 
before  medications  take  effect  and 
when  they  are  wearing  off  by  reading 
stones,  playing  games  or  sin^ng  songs 
Distraction  can  lessen  pain. 

• If  your  child  has  unpleasant  skie 
effects,  such  as  nausea,  confusion, 
agitation  or  sleeplessness,  report  them 
to  the  nursing  staff  or  doctor.  You  and 
your  child  may  fear  that  the  condition 
is  worsening  when  changes  m^  be 
related  to  medication. 

• Comnuinicate  for  your  child.  Early 
signs  of  pain  in  facial  expressions,  si^ 
or  moaning,  or  muscle  spasms  may  be 
more  readily  noticed  by  you  By  report- 
ing them  eariy  to  staff,  you  may  be  able 
to  prevent  pain  from  woreening. 

• Discuss  back-up  plans  about  pain  man- 
agement and  medication  in  advance. 
E}ven  if  not  needed,  knowledge  of  alter- 
natives m^y  help  lessen  your  fears...  EP 
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Because  Your  Dentist  Won’t  Fit 
in  the  Medicine  Cabinet 


# Toothbrushing  System 
Designed  by  Dentist 

# Automatically  positions 
bristles  beneath  the  gumline 
to  clean  and  massage  properly 

# Cleans  upper  and  lower  surface 
of  your  teeth  simultaneously  in 
under  60  seconds 

# Clinically  proven  to  remove 
plaque,  and  combat  tooth  decay 
and  gum  disease 

# Easy  to  use  for  all  ages 
CALL  TOLL-FREE  TO  ORDER 


. 5 V672S 

Visa,  MC,  Anic’A,  Disc 


OFFER:  ORALGIENE*  $79.95 
plus  $5.00  S/H  Plus  FREE  Travel  Pouch 

*OraIgiene  unit  includes  2 Color  Coded 
Brush  Heads,  Battery-Pack, 
Recharger  and  Storage  Stand 
or  Send  Check  or  Mone^  Order  to: 

ORALGIENE  USA  INC. 

421  N.  Rodeo  Drive  • Suite  15114 
Beverly  Hills,  C A 90210 

& NY  Residents  please  add  applieable  taxes. 
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gerkshire 

]Vleadows  - 


a place  of  "small  miracles" 


Hot  water  swirls  and  churns,  limbs  relax,  movement  eases.  A child  smiles.  Soothed  ami 
buoyed  by  the  bubbling  warmth,  he  responds  as  his  arms  and  legs  are  gently  stretched, 
pushing  against  the  flow  of  the  water,  relaxing  hack  with  it,  each  movement  broader, 

smoother  than  the  last. 

Young  bodies  float  in  a broad  expanse  of  bathtub 
warm  water  supported  by  flotation  devices,  guided 
by  therapists.  There  is  quiet,  affectionate  encour- 
agement as  contorted  limbs  loosen  and  flex, 
laughter  at  splashes  and  water-antics,  shared 
pleasure  at  acco?nplishments:  reaching  out, 
standing,  walking  and  swimming. 

This  is  hydrotherapy  at  Berkshire  Meadows. 


For  the  boy  in  our  picture  above,  the  intense  relaxation  of  the  Hubbard  Tank  helps  to  maintain  his  range 
of  movement.  Kept  at  a water-temperature  of  98  to  102  degrees,  the  butterfly-shaped  tank  has  a seat  that 
can  be  adjusted  to  a myriad  different  angles  to  accommodate  whatever  physical  disabilities  he  has.  The  water 
is  pumped  through  jets  that  can  focus  on  any  one  area  of  the  body,  or  provide  constant  high-speed  circulation. 
Not  only  does  this  therapy  maintain  and  improve  his  flexibility;  it  gives  him  relief  from  muscle  spasms  and 
pain,  and  provides  sensory  stimulation  that  increases  awareness  of  his  body  parts.  After  hal^an-hour's 
hydrotherapy  he  returns  to  his  classroom  calmer,  more  co-ordinated  and  more  focused.  His  limbs  are  more 
relaxed  and  have  better  range  of  motion  than  at  any  other  time. 

The  young  woman  in  the  therapeutic  pool  also  e:  joys  a variety  of  benefits  from  hydrotherapy.  The  water 
is  kept  at  around  94  degrees,  and  the  air  temperature  in  the  room  just  about  the  same.  The  pool  has  a 
moveable  floor,  allowing  greater  flexibility  in  programming  and  easy  entiy  and  exit.  The  reduction  of 
gravity's  effect  enables  the  youngsters,  when  in  the  pool,  to  move  in  ways  in  which  otherwise  they  cannot: 
when  in  the  water  they  might  walk  independently,  or  might  acquire  real  movement  instead  of  spasticity. 
Here,  in  the  supportive,  liquid  warmth,  weak  muscles  are  strengthened,  blood  circulation  improved, 
paralyzed  muscles  re-educated.  Balance,  co-ordination  and  posture  are  enhanced,  and  socialization,  indepen- 
dence, and  self-esteem  fostered. 


Hydrotherapy  is  just  one  part  of  a multifaceted  program  at  Berkshire  Mead 
ows,  a private,  non-profit  residential  school  or  children  and  adolescents  who 
are  severely  developmentally  delayed  and  may  be  multiply  disabled.  Our  program 
includes  thorough  medical,  psychiatric  and  nursing  care,  £;/eech  therapy  and  aug- 
mentative communication,  behavior  management,  physical  therapy  and  functional 
communication.  An  innovative  approach  to  education  includes  sensory  stimula- 
tion, self  care,  and  the  development  of  precognitive,  cognitive,  pre-vocational  and 
independent  living  skills.  We  have  an  open-door  visiting  policy,  with  each  client's 
family  encouraged  to  participate  in  all  aspects  of  their  child's  program. 

For  further  htfornmtion,  please  contact:  Gail  Charpentier,  Executive  Director, 
Berkshire  Meadows,  249  North  Plain  Road,  Housatonic,  MA  01236  (413)  528-2523 
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And  We  Thougjht 
^ Planning  Was  the  Key 


by  Nancy  Sturm 


We  thought  we  were  teady.  We  had 
stored  a fuU  case  of  youth-sized 
Attends  in  a loomy  bin  in  the  kiteken 
of  our  new  RV.  We  had  lefUled  prescrip- 
tions  and  carefully  deposited  10  days' 
worth  of  meds  in  a high  cupboard,  out 
of  the  reach  of  toddlers.  We  had  la  id  in 
a supply  of  Ensure  for  David  and  tapi- 
oca for  Brenda — life  xvithout  tapioca 
xvauJd  have  no  meaning  for  Brenda. 

We  had  carefully  stockpiled  groceries 
for  grmmups,  favorite  treats  for  tod- 
dlers and  foods  that  could  be  pureedfor 
the  non-chewers  arnmig  vs.  We  had  a 
week's  supply  of  bibs  and  we  had  cloth- 
ing for  any  type  of  xveather'  we  might 
encounter.  Yes,  we  were  ready. . . 

My  husband  Bruce  and  I are  expe- 
rienced campers.  As  the  last  of 
our  five  children  left  for  college, 
the  two  of  us  continued  to  eiyoy  week- 
end and  week-long  wilderness  treks. 
Oui*17-foot  canoe  carried  us  and  our 
minimal  camping  gear  to  remote  and 
beautiful  campsites. 

Then,  in  1990,  the  course  of  our  life 
changed  direction.  We  had  volunteered 
to  drive  our  daughter  to  Mexico,  where 
she  would  spend  a summer  working  at  a 
church-operated  orphanage  tor  children 
with  disabilities.  There,  in  Northern 
Baia,  we  met  eight-year-old  Brenda 
Meningitis  at  age  two  had  left  Brenda 
with  cerebral  palsy,  a seizure  disorder, 
hydrocephalus  and  profound  mental 
retardation.  After  14  trip.s  to  Mexico  in  a 
14-month  period,  we  adopted  Brenda 
and  brought  her  home  to  Oregon. 

The  next  year,  our  foster  son,  David, 
now  13,  came  to  live  witli  us.  David  also 
has  cerebral  palsy,  a seiziu*e  disorder, 
functional  blindness,  profound  retarda- 
tion and — depending  on  who’s  doing  the 
assessment— autism  or  auUsUc-like 
behaviors.  We  weren’t  quite  Ozzie  and 


Harriet  Nelson,  but  we  now  had  the 
ideal  American  family — a boy  and  a girl! 

Joining  the  fiill-hookup  crowd 

Even  veteran  campers  like  us,  however, 
had  to  recognize  that  our  days  of  canoe 
camping  had  come  to  an  end.  First,  we 
replaced  our  10-year-old  Dodge  minivan 
with  an  equally  well-used  Ford  one 
ton — ^an  immense,  faded  blue  van  with 
a lift  for  the  wheelchairs  and  enough 
room  for  five  adult  passengers. 

Next,  we  found  an  affordable  RV, 
complete  with  air  conditioning,  forced- 
air  heat,  stereo,  shower,  toilet^ 
microwave,  VCR  and  full  kitchen.  With 
only  the  tiniest  twinge  of  guilt,  these 
camping  purists  had  joined  the  full- 
hookup  crowd. 


(Above)  Sneaking  a kisa:  Nancy 
and  Brenda  enjoy  a relaxing 
afternoon  at  the  campground. 
(Right),  (From  left)  Abby's  soti, 
Cameron,  4,  enjoys  an  evening 
around  the  campfire  with  Nancy, 
David,  12,  Brenda,  8,  and  Bnice. 


For  the  maiden  voyage  of  our  new  RV, 
we  invited  our  friend  Abby  and  her  fami- 
ly to  join  us,  thinking  we  could  share  par- 
enting duties  so  all  of  us  would  have  a 
chance  to  do  a little  bike  riding  and  hik- 
ing. Her  husband  couldn't  get  away  from 
work,  but  Abby  jumped  at  the  chance  to 
spend  10  days  traveling  with  four-year- 
old  Cameron  and  baby  Harrisoa  We  ' 
added  their  backpack,  stroller  and  baby 
jogger  to  our  wheelchairs  on  the  list  of 
essential  camping  gear. 

We  gave  a copy  of  our  well-planned 
itinerary,  complete  with  campground 
phone  numbers,  to  anyone  who 
showed  the  slightest  interest  We  were 
so  efficient  in  our  tri^  planning  that  we 
managed  to  slip  in  a stop  near  Portland 
for  a necessaiy  cast  change  for  Brenda, 
who’d  had  suigeiy  on  both  feet  a 
month  earlier. 

The  first  campgix)und  on  our  tour 
was  Oregon’s  Jessie  M.  Honeyman 
State  Park.  Although  we  couldn’t  go  up 
onto  the  dunes  that  are  one  of  the 
favorite  attractions  of  this  beautiful 
park,  we  hiked  along  the  miles  of  hilly 
paved  paths  with  David  in  his  wheel- 
chair and  Brenda  in  the  baby  jogger, 
which  afforded  more  comfort  for  her 
casted  legs. 

Even  aheavy  rain  the  second  night 


S18 


APRIL  1995  / EXCEPTIOma  PARENT  ♦ 29 


And  We  Thought  Planning  Was  the  Key 


didn’t  dampen  our  spirits,  and  in  the 
morning,  we  packed  up  as  scheduled  and 
drove  north  along  Oregon’s  rugged  cen- 
tral coast  to  Lincoln  City,  w^ere  we’d 
planned  a shopping  stop  at  a complex  of 
the  outlet  stores.  Bruce  pulled  the  big  van 
and  even  bigger  RV  side4)y-side  in  the 
parking  lot,  Abby  and  I fixed  lunch  for 
everyone,  then  Bruce,  David  and 
Cameron  napped  while  Brenda,  Abby, 
Harrison  and  I shc^ped  We  congratulat- 
ed ourselves.  This  was  the  w^  to  camp! 

That  night  we  camped  at  Champoeg 
State  Park,  a historic  site  on  the 
Willamette  River  offering  miles  of  paved 
hiking  trails.  Brenda,  usually  a good 
eater,  didn’t  eat  well  and  seemed  a little 
grouchy.  Since  Abby  and  I were  also 
feeling  a bit  grumpy  after  a long  day  in 
the  van  and  a late  arrival  at  our  camp- 
site, we  weren’t  particularly  concerned. 

Our  perfect  plans  unravel 
The  next  morning’s  plan  was  for  Abby 
and  her  boys  to  spend  some  time  with  a 


What  HAD  HAPPENED 
TO  MY  PERFECTLY 
PLANNED  VACATION 
SCHEDULE?  Why,  if  I 
NEEDED  A VACATION 
AND  HAD  CAREFULLY 
PLANNED  A VACATION, 
WAS  I NOT  GETTING  A 
VACATION? 

friend  of  their  family  while  Bruce, 
David,  Brenda  and  I ran  up  to  Oregon 
Health  Sciences  University  for  Brenda’s 
cast  change.  Brenda  still  seemed 
cranky  and,  once  more,  did  not  eat 
well.  As  we  drove,  she  started  to  vomit 
profusely  and  became  so  limp  she 
could  not  sit  up. 

When  we  arrived  at  the  doctor’s  office. 


Brenda’s  orthopedist  proceeded  with  the 
cast  change,  but  had  his  nurse  call  the 
chief  of  pediatric  neurosurgery  at 
University  Hoj^itaL  By  the  time  her  casts 
were  replaced,  Brenda  had  been  sched- 
uled for  a CAT  scan  and  an  evaluation  in 
the  neurosurgeon’s  office.  By  lunch  time, 
she  had  been  admitted  to  the  hospital — 
ensconced  in  the  very  same  room  she’d 
occupied  a month  earlier — and  shunt- 
revision  surgery  had  been  scheduled 
My  head  was  swirnming.  What  had 
h^pened  to  my  perfectly  planned 
vacation  schedule?  Why,  if  I needed  a 
vacation  and  had  carefully  ptonncd  a 
vacation,  was  I not  getting  a vacation? 

Unlikely  coincidences 
like  many  Christians,  Bruce  and  I 
believe  that  the  course  of  our  lives  has 
been  ordained  by  God.  And  as  I sat 
beside  Brenda’s  bed  waiting  for  an  oper- 
ating room  to  open  up,  I began  to  realize 
how  amazingly  fortunate  we  had  been. 
What  an  unlikely  coincidence  that 


first  1 00  respondents  will  receive  an  '"8  coupon! 


Ultra  Brief  from 

AgifSt-Absorb  core  with  gel-forming  polymer 
locks  wetness  inside  the  brief  preventing  any 
embarrassing  leaks! 

StstY’^Pry  liner  keeps  moisture  away  from  your 
child's  skin.  Skin  stays  dry  and  comfortable! 

Get  a Free  Sample  of  this  ultimate  brief!  Simply  send  this  coupon  with  $l  for 
postage  & handling  to  HDIS,  1215  Dielman  Industrial  Ct,  Olivette,  MO, 
63132.  Questions?  Call  1-800-538-1036.  Be  sure  to  indicate  the  size  brief  you 
need. 

Youth  (35-75  lbs.) 

(Youth  not  available  in  Ultra  Style) 

Medium  (32-44”  hip/waist) 

Name 

Address 

City,State,Zip 

Phone  ( 


Small  (20-31”  hip/waist) 

Large  (45-58”  hip/waist) 


Only  ONE  Sample  per  household.  Expires  05/31/95.  Good  only  at  HDIS.  24/44  Copyright  1995.  HDis. 
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Now  a child  with  physical  dtsahiltties  can  be 
positioned  in  SITTING,  SEMI-STANDING, 
or  STANDING  to  optimize  access 
to  the  environment. 

Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  Available 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  Forks,  ND  58201 
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BILITATION  ENGINEERING  CENTER  AT  STANFORD 
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ing  lots  of  extra  reading  material. . . 
because  youjust  never  know.  EP 


Nancy  and  Bruce  Sturm  live  on  a 
farm  in  Applegate^  Oregon  with 
their  adopted  daughtei'  BrendOy  9, 
and  fostei' son  Davidy  13.  The 
Sturms  also  have  Jive  grown  chil- 
dreUy  and  are  hoping  to  adopt 
another  child  with  a disability. 


Brenda’s  shunt  should  fail  just  as  we 
were  driving  to  the  hospital;  that  the 
chief  of  pediatric  neurosurgeiy,  whose 
specialty  is  shunt  revisions,  was  in  and 
available;  that  Abby,  with  her  experience 
in  caring  for  children  with  disabilities, 
was  with  us;  and  that  Bruce  had  aplace 
to  stay  while  Brenda  was  hospitalized.  I 
thanked  God  for  the  way  He  had  cared 
for  us,  but  I had  to  sneak  in  just  the  tini- 
est request  that  next  time.  He  provide  an 
advance  copy  of  His  agenda 

I spent  four  days  of  our  vacation  liv- 
ing in  a cramped  room  on  a cot  next  to 
Brenda’s  bed  talking  quietly  with  the 
three  other  moms  lying  on  similar  cots 
next  to  the  beds  of  their  own  daugh- 
tei^,  reading  whatever  I could  get  my 
hands  on,  comforting  Brenda  and  walk- 
ing back  and  forth  from  the  hospital 
cafeteria  on  the  third  floor  to  Brenda’s 
room  on  the  fourteenth. 

Abby  spent  her  vacation  back  at 
Champoeg  State  Park,  caring  for  David 
and  her  own  two  boys,  and  Bruce  shut- 
tled back  and  forth  between  the  hospi- 
tal and  the  campground. 

On  Saturday,  Brenda  was  released 
from  the  hospital,  and  we  arrived  home 
in  Southern  Oregon  right  on  schedule. 

Hitting  the  road  again 
Were  our  camping  days  over?  Would 
Abby  ever  set  foot  in  our  van  again? 
Should  we  just  keep  our  kids  at  home 
where  they  are  safe?  We’ve  answered  a 
resounding  “no”  to  all  three  questions. 
Since  the  inaugural  voyage  of  our  RV, 
weVe  nwiaged  several  more  outings 
witliout  difficulties.  Abby  and  her  family 
joined  us  for  a i^tum  trip  to  Chan\poeg 
State  Park  to  visit  the  historic  sites  we 
had  missed  before.  And  we  still  feel  that 


A child’s  well-being  is 
a sacred  trust. 

We  work  to  earn  that  trust  by  providing  a pediatric  team 
which  includes  board  certified  pediatricians  in  almost 
every  known  specialty.  That  is  one  reason  why  we  were 
designated  by  the  State  of  New  Jersey  as  the  Children’s  Hospital 
for  Bergen,  Morris,  Passaic,  Sussex,  and  Warren  counties. 

Our  Pediatric  Services  Inciude... 


• Adolescent  Medicine 

• Apnea  Center 

• Bronchopulmonary 
Dysplasia  Treatment 

• Child  Development 
Center 

• Child  Life  Specialist 
Service 

• Children  and  Youth 
Program 

• Craniofacial  Center 

• Diabetic  Care 

• Early  Intervention 
Program  (EIP) 

• Genetics 

• Maternal/Infant 
Transport  Service 


• Myelomeningocele 
Treatment 

• Neonatal  Intensive  Care 

• Neonatology 

• Pcdiatric/Adolescent 
Psychiatry 

• Pediatric  Allergy/ 
Immunology 

• Pediatric  Anesthesiology 

• Pediatric  Cardiology 

• Pediatric  Dialysis 

• Pediatric  Endocrinology 

• Pediatric  Gastroenterology 

• Pediatric  Infectious 
Diseas.;s 

• Pediatric  Intensive  Care 

• Pediatric  Nephrology 


at  St.  JoMph’s 


• Pediatric  Neurology 

• Pediatric  Nutrition 
Program 

• Pediatric  Ophthalmology 

• Pediatric  Pulmonology 

• Pediatric  Residency 
Program 

• Pediatric  Rheumatology 

• Pediatric  Subspecialty 
Clinics 

• Pediatric  Surgery 

• Pediatric  Urology 

• Perinatology 

• Regional  Perinatal 
Center 

• Swallowing  Center 


Wc  qccept  most  ' ^ - 

Insurance  pldns.  ^ 

Easily  accessible  via  . 
most  major  roqdwdys.‘ 

We,  offer  both  an  on- 
sitc^garqgc  as  well  as 
valet  paHcing. 


David  and  Biwda  look  on  as  Bruce,  with 
baby  Harrison  on  his  back,  helps  four-year-okJ 
Camaron  with  his  archery. 


allo^ving  Brenda  and  David  varied  expe- 
riences is  more  important  than  wrap- 
ping them  in  cotton  wool 
Now  we’re  planning  a tnp  to  Mexico 
for  a visit  with  Brenda’s  old  chums  at 
the  orphanage.  But  this  time  I\^‘  bring- 
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Readers  Talk  About:  Vacation 

A few  months  ago,  we  asked  readers  to  tell  us  about  memorable  family 
vacatiotis.  Here  are  just  a few  of  the  stories  and 
pictures  they  shared. . . 


Careful  Planning 
and  a Positive 
Attitude 


y husband  and  I have  never  been  able  to  agree  on 
the  perfect  vacation.  His  ideal  vacation  is  spent 
sitting  quietly  in  a fishing  boat  on  the  Mississippi 
River.  I,  on  the  other  hand,  love  to  travel  to  distant 
and  exciting  places.  Beginning  when  all  four  of  our  children 
were  young,  I began  traveling  with  them  by  myself. 

We  took  our  first  mqjor  vacation  10  years  ago,  traveling  by 
train  from  Iowa  to  Disney  World  in  Orlando,  Florida  Sarah 
was  two  years  old.  Faith  was  four,  Will  was  eight,  and  Kevin, 
who  has  Down  syndrome,  was  12. 

The  day  before  we  left,  Sarah  was  diagnosed  as  having  “fail- 
lue  to  thrive  with  swallowing  dysfunctioa”  We  were  advised  to 
schedule  surgery  for  a gastrostomy  tube  as  soon  as  possible.  Tb 
me,  “as  soon  as  possible”  meant  aftet*  our  trip.  For  now,  my  mis- 
sion would  be  to  fatten  Sarah  up  while  having  fun! 

I quickly  learned  that  Amtrak  was  not  as  accessible  as  I had 
been  told.  Only  one  car  was  wheelchair  accessible.  Because  of 
this,  I had  to  cany  Sarah  to  tlie  dining  car;  there  were  definite 
advantages  to  her  being  underweight! 

Kevin  wandered  off  several  times,  but 
you  can  only  wander  so  far  on  a train.  The 
porters  became  extremely  protective  of 
us — a sort  of  extended  family  for  the  dura- 
tion of  the  trip. 

I wanted  to  show  the  children  our 
nation’s  capitol  during  a two-hour  lay- 
over in  Washington,  D.C.  The  Amtrak 
staff  was  determined  to  keep  passengers 
from  leaving  the  train,  so  we  sneaked  off. 

We  hailed  a cab  and  told  the  driver  we 
had  $20  and  one  hour  to  see  the  town. 

We  managed  to  see  many  of  the  sites  and 
still  get  back  to  Union  Station  in  plenty  of 
time  to  reboard. 

We  had  a wonderful  week  at  Disney 
World.  1 (x  casiomiUy  k»ft  Siuah  witli  a 
c*aregiver  referred  to  us  througli  the  local 
Arc  cha|:)ter.  Kevin  challenged  us  daily 
with  his  behavior,  but  I only  lost  him 


Readers  TALK  ABOUT 

We  invite  you  to  ccrntribute  to  the 
discussion  injuture  issues  of 
Excrfhonal  PAREm:  In  upcoming 
rnmthSy  readers  vM 
about 

• helping  a child  make  friends 
(July,  deadline  May  1, 1995) 

• experiences  with  genetic 
counseling  (August;  deadline  June 
1, 1995) 

• educational  options — special 
schools  or  inclusion  (September; 
deadline  July  1, 1996) 


During  their  first  trip  to  Disney 
World,  the  Williams  children  enjoyed  breakfast  with  the 
Disney  characters.  Meeting  Donald  Duck  are  (clockwise  from  left 
rear)  Will,  8,  Kevin,  12,  Sarah,  2,  and  Faith,  4. 

once — on  our  last  day  at  the  park.  However,  we  all  managed 
to  find  each  other  in  time  to  return  safely  home. 

Return  to  Disney  World 

Eight  years  later,  we  returned  to  Disney  World;  this  time  we 
drove.  By  then,  Sarah  had  many  more  diagnoses  including 
recurrent  pancreatitus,  seizures,  osteogenesis  imperfecta, 
reactive  airway  disease  and  gastrointestinal  problems. 

Our  previous  vacations  had  taught  me  the  value  of  planning 
ahead.  First,  I had  to  think  about  Sarah’s  equipment — feeding 
pump,  formula,  bags,  syringes  for  flushing  the  tube,  an  extra 
tube,  diapers,  undeipads,  suction 
machine  and  oxygen,  I worked  with  our 
equipment  company,  Miller  Medical  in 
Coralville,  Iowa  They  gave  me  a list  of 
other  medical  equipment  suppliers  in 
case  we  had  a problem  during  our  drive 
or  stay  in  Orlando. 

For  our  2(kiay  vacation,  we  needed 
200  diapers  and  120  cans  of  formula 
Instead  of  trying  to  stuff  these  supplies 
into  tlie  van,  we  brought  along  only 
what  we  needed  for  our  days  on  the 
road.  A week  before  the  trip,  we  shipped 
the  rest  to  Florida  The  packages  were 
waiting  for  us  upon  our  arrival. 

One  of  my  biggest  worries  was  that 
Sarali  would  have  a seizure  and  I would 
not  be  able  to  find  her  medicine.  I put  a 
supply  into  the  overnight  bag  we  used 
while  on  the  road.  I put  more  in  her 
wheelchair  bag,  my  purse  and  our  lug- 
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Careful  Planning  and  a Positive  Attitude 
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gage.  I also  brought  along  the  original  prescriptions  of  her  med- 
ications and  another  for  antibiotics  in  case  she  got  a simple  ear 
infection  or  strep  throat 

I found  affordable  accommodations  at  Disney  World's 
Polynesian  Resort  Although  we  paid  more  for  being  on-site, 
it  was  worth  it  We  were  on  the  monorail  line  so  all  the  kids, 
including  Sarah,  could  come  and  go  easily. 

Our  insurance  company  found  a nurse  for  Sarah  and  paid 
for  one  visit  a day.  This  not  only  gave  me  a much-needed 
break,  but  would  also  have  provided  a medical  referral  if 
Sarah  had  needed  a doctor. 

Sarah  celebrated  her  tenth  birthday  with  Mickey  and 
Minnie  and  ended  up  with  four  complimentaiy  birthday 
cakes.  She  couldn't  eat  a bite,  but  the  rest  of  us  did! 


To  deal  with  Kevin's  challenging  behaviors,  I had  made 
behavior  management  charts  with  rewards  for  positive 
behavior.  In  the  end,  however,  letting  him  experience  the  nat- 
ural consequences  of  his  actions  proved  more  effective.  One 
day,  for  example,  Kevin  refused  to  wear  shoes.  Then,  he 
decided  he  could  not  walk  on  the  hot  sidewalk.  Faith  tried  to 
get  him  to  come  along  with  her,  but  he  was  an  immovable 
object,  so  he  missed  dinner — an  important  meal  to  Kevin. 

This  summer,  I am  taking  Sarah,  Faith  and  a j&iend  on 
another  trip.  I feel  sad  when  I hear  families  say,  “We  couldn't 
possibly  take  Johnny  anywhere,  so  we  all  stay  home.”  With 
careftil  planning  and  a positive  attitude,  anything  is  possible. 

-Mindy  Williams 
Tipton,  Iowa 
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Ready  to  go:  With 
his  carseat  secured  at  one  end 
of  the  canoe,  22-month-old 
Jeremy  appears  eager  to  travel. 


My  husband, 

Lawrence,  and  I 
have  gone 
wilderness 

camping  by  canoe  since  the 
beginning  of  our  marriage; 
when  our  children  were 
bom,  it  seemed  natural  to 
include  them  in  these  trips. 
Our  two  older  children  were 
“on  the  water”  before  each 
was  18  months  old.  When  our 

child,  Jeremy,  arrived, 

we  didn’t  hesitate  to  take  him  along,  too.  However,  Jeremy 
was  bom  with  developmental  delays,  hypotonia,  nystagmus, 
kidney  disease  and  slow  growth.  In  planning  for  any  trip,  we 
knew  we  would  need  to  balance  his  safety  with  our  fun. 

We  decided  that  a short  trip  within  safe  distance  of  a mqjor 
ho^ital  would  satisfy  both  needs.  Over  Labor  Day  weekend  in 
1993,  we  camped  at  the  Algonquin  Provincial  Park,  350  miles  due 
north  of  Tbronto,  Ontario.  Jeremy  was  22  mcxiths  old;  Jonathan 
and  Ashley  were  11  and  9. 

Wilderness  camping  means  being  com- 
pletely dependent  on  the  contents  of  your 
canoe.  We  planned  extra  carefully  to  be 
sure  we  didn't  foiget  any  of  Jeremy's  med- 
ications, formula  or  food.  We  chose  our 

With  Jeremy  on  his  back,  Lawrence  Gala 
enjoys  a wilderness  hike  with  children 
Ashley,  9,  and  Jonathan,  11. 
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destination  to  be  within  eight  hours  travel  of  Tbronto  Children's 
Hospital.  Jeremy's  nephrologist  had  called  the  kidney  special- 
ists there  to  let  them  know  about  Jeremy  in  case  he  had  an 
emergency. 

After  driving  to  the  park,  we  paddled  10  miles  on  the  lake  to  a 
rustic,  unimproved  campsite.  Jeremy  wore  a life  vest,  and  sat  in 
his  car  seat,  which  we  lashed  to  the  thwart  (horizontal  support) 
of  the  canoe.  He  really  er\joyed  the  movement  of  the  waves  and 
watching  the  loons  and  ducks  floating  on  the  water.  Our  biggest 
problem  was  keeping  him  fiom  leaning  over  the  edge  of  the 
canoe  to  run  his  fingers  in  the  water.  His  big  brother  had  to 
steady  him  several  times  to  keep  him  balanced  in  the  boat 
At  the  campsite,  we  put  up  the  tent  Jeremy  used  his  own 
“Mickey  Mouse”  sleeping  bag  and,  after  one  restless  night, 
slept  soundly.  We  had  to  pack  in  clean  dkq>ers  and  pack  out 
dirty  ones.  We  did  diaper  changes  on  a changing  pad  laid  out 
on  the  ground.  Cooking  was  done  over  a campfire  or  portable 
camp  stove.  Cleaning  out  baby  bottles  was  a bit  of  a chore. 

We  drew  water  from  the  lake  and  boiled  it  to  wash  bottles 
and  dishes.  Food  was  put  into  duffel  bags  and  hung  high  on 
tree  branches  to  keep  bears  and  raccoons  fi-om  eating  it 
Jeremy  thrived  on  the  constant  attention  he  received. 

Without  the  distractions  of  television,  radio,  school,  thera^py 
visits  and  doctor's  appointments,  our  family  had  only  each 
other  for  entertainment  We  did  a lot  of  talking,  singing,  work- 
ing and  fishing  together.  Though  severely  delayed  in  verbal 
skills,  Jeremy  added  several  words  to  his  vocabulaty  during  the 
trip.  He  was  veiy  inquisitive  about  his  surroundings  and 
explored  by  crawling  around  the  campsite  on  his  hands  and 
knees — much  to  Mom's  dismay  when  she 
did  the  laundry  at  home! 

The  extra  work  and  planning  were  well 
worth  having  Jeremy  along.  His  enthusiasm 
and  curiosity  helped  us  all  reexperience  the 
awe  and  wonder  of  our  first  trips  into  the 
unspoiled  wilderness.  We  can’t  imagine  life 
or  a vacation  without  him. 

-Paulette  Gaia 
Ckestefiand^  Ohio 
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Meeting  the  future  needs  of  a son  or  daughter  with  a disabihty  is  a chahenging  task,  but  one  you  can  manage 

with  the  help  of  an  EPPD  Life  Planner.  EPPD  professionals  are  at  work  now  helping  families  like  youis 
throughout  the  country.  Let  us  show  you  how  to  help 

secure  your  family  member^s  future.  Return  this  free 


ESTATE  PLANNING  FOR 

persons  with  disabilities 

II  j ..  A Division  of  Protective  Life  Insurance  Company 

postcard  or  call  today  to  arrange  a no-obligation  800-448-1071  ^ ^ 

^onointment  with  an  EPPD  Lift?  Pln^infr  near  i/rm  Richard  W.  Fee,  Executive  Director 

^ i200  Corporate  Drive,  Suite  330,  Birmingham,  Alabama  35242 
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A Disney  Birthday 


Oiir  planning  for  Christopher’s  six- 
teenth birthday  began  when  he  turned 
15.  Christopher’s  disabilities  include 
cerebral  palsy,  a seizure  disorder  and 
profound  mental  retardation.  He  does  not  speak 
or  walk  independently.  Christopher  lives  in  an 
intennediate  care  facility  and  makes  frequent 
home  visits. 

We  (Christopher’s  mom,  Glynnis  Rea,  and 
myself,  his  godmother)  wanted  Chris  to  celebrate 
his  sixteenth  birthday  in  a world  we  knew  was 
special  for  him.  We  spent  a year  preparing  him  for 
the  birthday  celebration  he  would  have  at  Disney 
World  in  Orlando,  Florida 

The  highlight  of  Chris’  birthday  celebration  came 
in  Fantasyland  at  the  Magic  Kingdom  where  he  met 
the  girl  of  his  dreams — Snow  White.  The  Snow  White  story 
has  long  been  one  of  his  favorites,  and  we  told  Chris  he 
woidd  meet  her  at  Disney  World. 

Chris  can  walk  with  assistance,  but  does  not  have  the  ability 
to  stand  alone.  But  when  he  saw  Snow  White,  Chris  indicated 
tlrat  he  wanted  to  get  out  of  his  wheelchair.  With  help,  he 
walked  over  to  Snow  White  and  beamed  as  she  was  intro- 
duced to  him.  She  talked  to  Chris  for  several  minutes,  then 
kissed  him  on  the  cheek.  Wow!  What  a buthday! 

The  accomnrodations  at  Disney’s  All-Star  Music  Resort 


Christopher  Umpar,  16,  meets  Snow  White,  the  girl 
of  his  dreams. 


Preparation  is  Key 

Although  our  planning  was  specific  to  Disney  World,  similar  strategies  could 

be  used  by  families  planning  other  trips:  

• Disney  World's  free  Guidebook  for  Guests  With  Disabilities  provides  an 
overview  of  special  services  and  accessible  facilities,  particularly  for  individua  s 
using  wheelchairs.  Our  copy  of  the  GuirMiook  helped  us  plan  more  effectively. 

• We  familiarized  Chris  with  the  theme  parks  he  would  be  visiting  by  having 
him  watch  a vacation  planning  video  about  Disney  World  during  his  home  visits. 

• Chris  listened  to  audiotapes  featuring  Disney  characters  he  was  likely  to  meet 

and  music  he  was  likely  to  hear.  , , i f,Ur,o 

• The  day  before  we  left,  we  brought  Chris  to  the  airport  to  watch  planes  taking 

off  and  landing.  We  explained  boarding  procedures  to  him. 

. We  worked  closely  with  a travel  agent  to  ensure  that  our  ne^s  were  met. 
We  booked  seats  close  to  the  plane's  door  for  ease  in  getting  Chris  on  and  ott 
the  plane.  His  wheelchair  was  "gate-checked"  and  put  in  the  cargo  s^tion  of 
the  plane.  A crew  member  brought  it  to  the  door  of  the  plane  immediately 

after  landing.  „ , , . j i j 

• We  requested  accessible  accommodations  at  Disney  s hotels  and  asked 
specific  questions  prior  to  making  a reservation  to  ensure  that  the  room  would 

accommodate  our  needs.  ... 

• We  brought  extra  medication  with  us  on  the  plane  in  case  ot  delays. 

• Timing  was  crucial.  We  made  the  trip  in  February  because  Chris  does  not  toler- 
ate extreme  heat. 


were  wonderful.  Our  room  had  an  accessible  bathroom  and 
was  within  walking  distance  of  a food  court,  gift  shop,  game 
room  and  swimming  pool.  Wheelchair-accessible  shuttle 
buses  to  and  ftom  the  theme  parks  ran  every  20  minutes. 

'The  attentiveness  of  Disney  employees  to  our  needs  made 
our  vacation  even  more  memorable. 

'The  First  Aid  and  Baby  Cate  Stations  at  each  of  the  theme 
parks  (Epcot,  MGM  Studios  and  the  Magic  Kingdom)  were 
invaluable.  'They  were  equipped  with  private  rooms  and 

kitchens  with  microwave  ovens  where  we 
were  able  to  prepare  Chris  pureed  diet, 
feed  him  and  attend  to  his  personal  needs. 

We  didn’t  realize  how  much  stamina 
Chris  had  until  the  Disney  trip.  We  arrived 
at  the  parks  around  10  each  morning  and 
usually  stayed  until  closing.  Chris  e*  pecially 
eryoyed  Epcot  Center  where  he  rooe 
Spaceship  Earth,  the  Journey  into 
Imagination,  tire  Universe  of  Energy  and 
many  more  rides.  At  the  World  Showcase 
he  ate  his  birthday  dinner  iri  Mexico,  had 
dessert  in  France  and  did  his  souvenir 
shoppirrg  in  Canada 

Our  success  was  definitely  due  to  the 
plaiming  we  did  and  the  time  we  took  to 
prepare  Christopher  for  his  magical 
adventure. 

-Alice  E.  Mudfje 
Alice  Miidge  I iocs  in  Germantown, 
Pennsylvania.  Oiristoplier's  mother, 
Glynnis  Rea,  also  conlributed  to  the 
uniting  of  this  story. 
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He’s  never  gone  on  a 
sleepover  before 
because  he  wets  the  bed. 

(But  tonight,  with  GoodNites®  that  will  change.) 


o 
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For  years,  he  not  only  had  to  stay  home 
while  his  friends  enjoyed  sleepovers,  he 
could  never  tell  anyone  the  real  reason. 

But  all  that  is  about  to  change.  Because 
tonight  he  hao  F’ull-Ups  GoodNites 
disposable  absorbent  underpants,  the  first 
ever  for  larger  children.  GoodNites  come  in 
two  sizes  designed  to  fit  kids  45  to  85+ 
pounds.  They’re  plain  white,  like  regular 
underpants,  and  thin  enough  to  disappear 
under  pajamas.  That  way  no  one  knows 
they’re  on. 

Yet  GoodNites  ai  e so  absorbent  - even 
more  absorbent  than  before  — they’ll  take 
care  of  any  nighttime  accident.  So  your 


child  will  wake  up  to  clean,  dry  sheets; 
which  means  your  child  can  enjoy  sleep- 
overs and  vacations  without  worry. 

it  is  estimated  that  some  3 million  chil- 
dren-10  percent  of  all  children  ages  5 to  10- 
wet  the  bed  more  than  once  a week.  The 
causes  vary,  so  it’s  important  that  you  visit 
your  pediatrician.  You 
could  be  in  for  some 
good  news.  But  one 
thing  is  absolutely 
certain.  Your  child  will 
outgrow  bed-wetting. 

In  the  meantime, 
use  GoodNites. 


GoUdNltes  mean  Good  Mornings 
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An  afternoon  on  the  lake: 

(From  left)  Jonathan  Moran, 
Theresa  Moran,  Daniel  Hawkins, 
Mathew  Moran  and  James  Moran 
enjoy  canoeing  at  Camp  Glen  Spey. 


Family  Camping 


For  the  last  five  years,  we  have  gone  on  an  annual 
camping  trip  with  several  other  families.  When  we 
invited  these  other  families  to  share  our  first  family 
camping  trip  to  Camp  Glen  Spey,  a Girl  Scout  camp 
in  Glen  Spey,  New  York,  most  had  not  been  camping 
before. 

These  were  people  that  we  knew  well.  We  knew  their 
standards  of  behavior  for  themselves  and  their  children. 

We  knew  that  they  were  tolerant  of  our  children  and  that 
we  were  tolerant  of  theirs. 

On  that  first  trip,  eight  adults  and  13  children,  aged  two 
to  14,  spent  at  least  part  of  a five-day  period  at  the  camp. 
Four  of  the  children  had  disabilities,  including  attention 
deficit  hyperactivity  disorder  (ADHD),  learning  disabilities, 
low  vision  and  arthritis.  Each  child  had  at  least  one  friend 
his  or  her  own  age,  which  the  children  said  was  one  the 
best  things  about  the  trip. 

A week  before  the  trip,  we  had  an  organizational  meet- 
ing to  outline  procedures,  rules  and  routines.  We  talked 
about  the  chores  each  person  would  do  and  planned 
meals,  taking  special  dietary  needs  into  consideration. 

We  chose  to  stay  in  a large  cabin  instead  of  tents.  This 
made  it  easier  to  store  food  and  medication.  The  cabin  was 
no  more  than  200  yards  from  anywhere  we  needed  to  go.  It 
had  a main  room  with  20  cots,  several  tables  and  chairs,  a 
wood  stove  and  a fireplace.  There  was  a phone  comiected 
to  the  site  director’s  lodge  and  the  ranger’s  house.  We 
pai'ked  our  cars  next  to  the  cabin  so  they  would  be  avail- 
able in  case  of  an  emergency. 

Sinc(»  we  Ijad  no  fewer  thim  fwv  adults  at  camp  at  any 
time,  we  were  able  to  supervise  all  the  activities  at  one 
time.  The  children  were  required  to  use  the  buddy  system; 
no  one  could  be  alone  at  any  time.  As  long  as  they  were 
with  their  buddies,  however,  they  (‘ould  go  to  any  activity 
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site  where  there  was  an  adult.  The  children  could  spend  as 
much  time  as  they  wanted  at  each  activity. 

Although  closely  supervised,  the  children  felt  indepen- 
dent. All  the  adults  shared  child  care — and  we  even  got 
some  precious  time  to  ourselves.  The  teens  also  helped  to 
supervise  smaller  children;  they  understood  that  safety 
was  everyone’s  responsibility. 

The  waterfront  offered  swimming,  rowboats,  canoes, 
kayaks,  inner  tubes  and  sailboats  under  the  supervision  of 
a certified  water  safety  instpjctor. 

We  did  have  to  adapt  some  activities  for  our  children. 

For  example,  Jon  and  Matt  were  not  strong  enough  to  pad- 
dle the  kayaks.  However,  with  the  kayak  tethered  and  an 
adult  nearby,  we  let  them  ride  in  and  paddle  the  kayaks 
just  outside  the  wading  area. 

We  went  on  a hike  and  had  a scavenger  hunt.  Instead  of 
collecting  things  during  the  hunt,  we  used  our  senses  to 
explore  the  woods — the  textures,  sounds,  smells  and 
sights.  The  hike  was  purposely  short  and  ended  at  a gravel 
path  so  we  could  have  a car  available  for  those  who  were 
too  tired  to  walk  back  to  the  cabin. 

After  each  night’s  dinner,  we  lit  a campfire.  We  sang  and 
told  stories — but  no  ghost  stories!  As  each  child  fell  asleep, 
we  carried  them  into  the  cabin  and  put  them  to  bed.  The 
older  children  stayed  up  later.  Once  they  were  also  in  bed, 
tlie  adults  had  some  quiet  time  to  themselves  under  a starry 
sky  within  a few  feet  of  the  sleeping  children. 

These  trips  have  been  our  family’s  favorite  and  most 
relaxing  vacations.  Sharing  chores,  especially  child  care, 
makes  it  possible  to  have  some  muc*h-needed  time  off.  The 
slow  pace,  flexible  schedule  and  choice  of  activities  have 
made  these  trips  successful. 

-Thetvsa  and  James  Moran 
Ridgewood,  Nnv  Jeney 


Surfs  Up! 
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rian  loves  the  beach.  Wth  a PVC-pipe  beach  buggy 
we  have  made  ourselves,  Brian  is  able  to  ei\joy 
walks  on  the  beach  and  getting  splashed  by  the 
wwes. 

Brian,  11,  has  lissencephaly  and  cerebral  palsy.  He  is  unable 
to  sit  or  stand  unsupported.  Brian  uses  a custom-built  wheel- 
chair that  provides  lateral  and  head  supj)ort. 

We  started  building  equipment  for  Brian  years  ago  when  we 
could  not  find  certain  equipment,  or  when  the  commercial 
alternatives  were  too  e3q>ensive.  One  of  our  most  .successful 
early  projects  was  an  “all-terrain  vehicle.”  We  started  by  build- 
ing a PVC-pipe  chair  frame  modeled  after  the  seat  portion  of 
his  wheelchair.  The  chair’s  back  and  seat  were  made  of  ply- 
wood, cushioned  With  foam  and  covered  in  canvas.  We  bolted 
it  into  a little  Tlki's  plastic  wagon  vjith  wide  wheels  that  v/ent 
well  over  gravel,  dirt  and  grass. 

Best  of  all,  we  discovered  that  our  home-built  vehicle  also 
rolled  along  great  on  a sandy  beach!  We  started  taking  vaca- 
tions in  Cape  May  at  the  New  Jersey  shore  where  we  eventu- 
ally bought  a summer  home. 
Many  of  the  Cape  May  beaches 
are  accessible — ramped  down 
to  the  sand.  (Several  adult-size 
beach  wheelchairs  are  also 


Mom  Helen  and  “beach 
bum”  Brian  enjoy  the  beach 
at  North  Cape  May,  New 
Jersey. 


available  and  might  be  use- 
able  by  children  with  good 
trunk  control.) 

After  five  years,  Brian  out- 
grew this  fii'st  wagon.  That  is 
when  we  made  our  newest 
beach  buggy.  It  was  a family 
project  with  Brian  assisting 
from  his  prone  stander, 
now  re-named  “Brian’s 
workbench.”  The  new 
buggy  has  an  all-PVC  frame 
with  large,  fat,  garden-cart 
tires.  The  seat,  back  and 
footrest  are  made  from 
the  same  kind  of  vinyl- 
coated  nylon  webbing 
that  is  used  for  lawn  fur- 
niture. The  chair  comes 
off  tlv?  wheel  base  so 
Brian  can  also  use  it  around  the  house. 

The  best  feature  of  this  beach  buggy  is  that  it  is  completely 
waterproof.  We  can  walk  the  buggy  right  into  the  water  and 
let  the  waves  splash  over  us.  Brian  likes  to  “jump  waves”  with 
his  dad. 

Brian  always  smiles  when  someone  stops  us  to  ask 
about  his  buggy.  He  is  proud  that  ho  helped  to  build  it,  and 
he  really  likes  being  able  to  ei\joy  so  many  once-inaccessi- 
ble  places. 

-Hvlrn  and  Joe  Mmicee 
fynnkliyi^  Massacknsetts 


The  choice 
is  easy . . . 

A Columbia  Toilet  Support 
gives  your  child  independence/ 
privacy  and  secure  support 
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LOW  BACK  STYLt  FOR- 
BASIC  TRUNK  SUPPORT 


The  choice  is  easy  - 
when  you  have  a choice! 
That's  why  we  offer  5 
models  to  suit  your 
child's  support  needs. 

• Easy  mount,  easy  off! 

• Adjustable  height 

• Fits  any  toilet:  school, 
home  or  institutional 


Ask  for  our  FREE  Full  Color  Catalog 
of  Convenient/  Helpful  Products 


It  includes  the  unique 
Columbia  Car  Seat, 
now  crash-tested  for 
children  20  to  102  lbs. 
up  to  5 feet  tall! 
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Sharing  the  World 
with  Our  Children 

ur  twoyear-old  son’s  diagnosis  with  a rare  disorder 
I sent  us  into  a tailspin — surgeries,  specialists  on  both 
coasts  and  trying  to  make  sense  of  all  the  changes 
this  diagnosis  meant  for  Ezra,  for  the  two  of  us  and 
for  the  rest  of  our  family. 

Through  it  all,  we  held  on  to  a very  strong  desire  to  travel 
again.  TYaveling  had  been  an  important  part  of  our  marriage 
and  we  did  not  want  to  lose  all  sense  of  our  previous  life.  We 
found  the  answer  in  cruises. 

Both  our  son  and  daughter  have  disabilities.  E2xa,  now  5,  has 
familial  (^ysautonomia  (FD),  a genetic  disease  occurring  primar- 
ily in  Jews.  FD  causes  dysfunction  of  the  autonomic  nervous 
system,  which  controls  such  bodily  functions  as  blood  pressure, 
body  temperature,  swallowing  and  digestion.  The  condition  also 
affects  sensoiy  abilities.  Individuals  with  FD  may  have  a 
decreased  or  absent  reaction  to  pain  and  a lack  of  taste  buds. 
Unrelated  to  FD,  both  Ezra  and  Eliana,  8,  also  have  a deletion  of 
the  short  arm  of  the  eiglith  chromosome. 

When  planning  a cruise,  we  always  have  our  travel  agent 
inform  the  cruise  line  about  our  family’s  special  needs.  This  pre- 
pares them  to  make  accommodations.  When  we  arrive  at  the 
dock,  the  ship’s  staff  is  waiting  to  help  us  cany  Ezra’s  medic*al 
equipment  onto  the  ship.  They  always  make  sure  we  can  board 
immediately  and  do  not  have  to  wait  in  line  for  documents. 

Dietary  needs  are  a constant  concern  for  us.  Eliana  is  highly 
allergic  to  all  dairy  products.  Ezra  is  fed  every  night  by  a gas- 
trostomy tube;  he  can  eat  some  food,  but  rarely  drinks  by 
mouth.  Shortly  after  boarding  a ship,  we  give  the  head  chef  a 
detailed  list  of  the  foods  our  children  can  and  cannot  have. 
Kitchen  staffs  have  been  very  accommodating  in  meeting  our 
children’s  special  food  needs  and  have  always  made  food  avail- 
able if  a meal  is  missed  or  med- 
ical needs  interfere. 

Cruise  ships  always  sail  with 
a fiill  medical  staff.  We  make 
sure  we  meet  the  doctor  and 
know  the  location  of  the  ship’s 
medical  center.  Fortunately,  we 
have  needed  medical  attention 
only  once. 

Ezra  participates  in  all  the 
activities  planned  for  kids — 
even  if  that  means  joining  a 
group  of  slightly  younger  cliil- 
dren  in  order  to  keep  up  and  be 
able  to  rest,  when  he  gets  tired. 


All  aboardi  Gary  and  Georgia  Freedman-Harvey,  with  children  Eliana, 
7,  and  Ezra,  4,  board  the  cruise  ship  Viking  Serenade  during  a 1993 
family  vacation. 


Eliana  and  Ezra  clown  around 
with  dining  room  waiter  David. 


During  our  last  cruise,  Ezra  and  Eliana  were  determined  to 
enter  the  talent  show.  Even  though  Ezra  was  Just  learning  to 
sing,  and  only  sang  eveiy  other  word,  our  kids  were  the  stars 
of  the  show.  They  received  medals  and  lots  of  applause; 

Ezra’s  pride  lasted  for  weeks. 

A cruise  ship  offers  plenty  of  room  for  moving  around.  When 
Ezra,  isn’t  feeling  well,  we  push  him  in  l\is  cruiser  to  a spot  on 
deck  where  things  are  happening.  That  way  he  still  feels  that 
he  is  part  of  the  action.  During  visits  to  various  ports,  one  of  us 
can  al  . /ays  return  to  the  ship  with  Ezra,  while  the  other  contin- 
ues sightseeing  with  Eliana. 
Neither  of  us  ever  feels  like  we 
ai’e  stuck  in  a hotel  room  at  any 
time. 

We  look  forward  to  going 
on  longer  cruises  with  our 
children.  It  is  one  way  we  can 
let  our  son  see  the  world  and 
participate  in  the  fun  of  travel. 
Travel  is  an  impoitant  part  of 
the  way  we  educate  and  have 
fun  with  oui*  children.  While 
we  may  not  be  able  to  travel 
to  the  most  exotic  and  isolat- 
ed spots,  we  can  still  share 
tlie  world  with  om*  children. 

-Gcwyia  awl  Gaty 
F)  'crdma  n-lla  n 
Seal  Beach  t Cal{lbrnia 
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With  maximum  passenger  seat 
maneuverabilityy  a new  easy 
off/on  ground  hugging  plat- 
formy  plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATER'  " fold-in-half  lift  is  a timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can’t  seem  to  stop 
trying  to  improve  on  perfection. 

All-electric  reliability. 

The  enclosed  non-hydraulic,  all- 
electric operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There’s  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A flatter  platform. 

We’ve  made  getting  on  and  off  the 
VANGATER‘'’easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you’ll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 

For  more  information  and  the*  nanit* 
of  vour  closest  dealer  call  today: 

1-800-488-7688 
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CROW  RIVER 


14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 


Industries  incorporated 


(In  Minnesota,  612-559-1680) 


Travel  Resources 


Organizations 


Moetury  iKiBWATONAL  USA 

Mobility  International  USA 
(MIUSA)  is  a non-profit  organiza- 
tion dedicated  to  equal  opportu- 
nities for  persons  with  disabilities 
in  intemationai  educational 
exchange,  leadership  develop- 
ment, disability  rights  training, 
travel  and  community  service. 
Since  1 981 , MIUSA  has  offered 
international  educational 
exchanges  for  individuals  with 
and  without  disabilities-Hnclud- 
ing  teenagers— from  more  than 
20  countries.  Program  partici- 
pants take  part  in  leadership 
training,  disability  rights  aware- 
ness, cross-cultural  education 
and  language  classes. 
Applications  are  now  being 
accepted  for  upcoming  1995 
exchanges  in  Azerbaijan,  Mexico. 
Russia  and  Eugene.  Oregon. 
MIUSA  publications  include  A 
New  Manual  for  Integrating 
Persons  with  Disabilities  Into 
International  Exchange  Programs 
($1 6 for  MIUSA  members,  $18 
for  non-members;  Includes  ship- 


ping) and  A World  of  Options  for 
the  90’s:A  Guide  to  Intemationai 
Educational  Exchange,  Community 
Service  and  Travel  for  Persons  with 
Disabilities  A tor  MIUSA  mem- 
bers, $16  for  non-members; 
includes  shipping).  MIUSA  also 
offers  videos,  a quarterly 
newsletter.  Over  the  Rainbow, 
and  travel  information  for  mem- 
bers. To  join  MIUSA,  or  for  an 
exchange  application,  contact 
P.O.  Box  10767,  Eugene,  OR 
97440,  (503)  343-1284  (VATY), 
(503)  343-6812  (fax). 


Travbjh’  Talk 

Founded  by  Rick  Crowder,  an  Air 
Force  veteran  with  a disability, 
Travelin’  Talk  is  a network  of  peo- 


ple and  organizations  who  are  will- 
ing to  provide  travelers  with  dis- 
abilities with  information  before 
and  during  their  trips.  Travelin’ 

Talk  spans  the  globe  with 
resources,  offers  of  help  and  infor- 
mation people  with  disabilities  may 
need— all  available  over  the  tele- 
phone. A complete  listing  of  mem- 
bers, the  information  they  can  offer 
and  their  phone  numbers  is  com- 
piled In  The  Travelin*  Talk  Directory, 
available  through  Exceptional 
parent  Ubrary,  (800)  535-1910; 
$32.50.  Travelin’  Talk  also  publish- 
es a quarterly  newsletter  that 
indudes  upd^  of  the  member 
list  new  travel  resources,  travel 
tips  and  stories  about  the  ways 
members  are  helping  travelers  with 
disabilities.  Subscriptions  are  avail- 
able with  any  size  donation  to 
Travelin’  Talk.  Other  services 
indude  listings  of  resources  such 
as  van  rentals,  accessible  lodging, 
travel/tour  agencies  specifically  for 
persons  vnth  disabilities  and  other 
organizations  who  can  help  travel- 
ers. For  more  information,  contact 
Travelin’  TalK  P.O.  Box  35^, 
aarteville.TN  37043,  (615)  552- 
6670  (voice),  (61 5)  552-1 1 82  (fox). 


Pubucahons 


Books 

Able  to  Travel;  True  Stories  by  and  for 
PEOPU  with  DtSABILITIES 
Edited  by  Alison  Walsh  with  Jodi  Abbott  and  Peg  L. 
Smith;  Rough  Guides,  Ltd.  (1994) 

More  than  100  articles  by  travelers  with  various  dis- 
abilities, Information  on  transportation,  food,  lodging, 
costs,  and  attractions  from  Amsterdam  to 
Zimbabwe,  Organized  by  counby.  603  pp. 

• Available  in  the  U.S.  from:  Penguin  Books,  37 
Hudson  St,  New  Yor1<,  NY  10014,  (212)  366-2000 
(voice);  $21 .95  (includes  shipping). 

ACCESS  TRAvaU.SA 

Creative  Hospitality  Concepts  (1994) 

Quick-reference  book,  easy-to-use 
chart  format  More  than  800  listings 
of  cruise  ships,  hotels  and  resorts, 
information  and  organization 
resources,  ski  areas  and  transporta- 
tion providers;  national  directory  of 
TTY  numbers.  Each  listing  features 
accessibility  data  Including  number  of 
adapted  rooms/cabins,  automatic  doors  and  eleva- 
tors; room,  bath,  shower  and  door  dimensions;  and 
dining  and  public  facility  information  induding  table 
height  and  Braille  menu  availability.  176  pp. 

• Available  from:  Excepbonal  Parent  Library,  (800) 
535-1910;  $19.95. 


■■  ■■ 


hdy've  headed  safaris  in  their  neighborhoodtj 
park,  and  pondered  the  panthers  and  pythons^ftj 
then  probed  along  the  surface  of  Mars  in  their  trustyi,^ 
all-terrain  vehicles.  They've  recovered  the  last  of  the  i 
golden  keys  while  their  computer  proclaims  them 
heirs  to  the  reaim.  Kid  Power^**  is  for  kids  making 
tracks.  A child's  tool,  like  a child's  toy  must  be  durable 
and  adaptable,  allowing  them  the  freedom  and  ran0ev^ 
to  explore  their  environment  creatively  and  kvEtepethf 
dently.  Kid  Power™  is  tough  and  reUable  with 
unique  styling  that  adjusts  to  your  chUd's  changing 
needs.  Kid  Power™  is  easy  to  program,  with  precision 
controls,  accessible  battery  boxes,  controlled  tnwking, 
a rugged  steel  frame  and  a host  of  options  that  allow  . 
kids  to  assert  their  Individuality  and  Nfastyie.  I 
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FoooR's  Great  Ambucan  Mimms 

m Travoers  wriH  DsABiunES 

Fodor’s  Travel  Publications  (1994) 

GuidetDcities,pafk$a^camp9m^ 

with  mobilify,  hearing  and  vision  impairments.  Very 

detailed  accessibility  infomiatw 

hotels  and  attractions.  600pp. 

• Available  from:  Exceptional  Parent  Library,  (800) 
535-1910;  $18.00. 

Hamwcapped  m Walt  Disney  World: 

A Guide  eor  Everyone 

By  Peter  Smith;  SouthPam  Publishing  (1993) 

Focus  on  mobility,  but  also  addresses  other  dis- 
abilities  and  special  health  care  needs.  Indudes 
travel  options  to  and  within  Oriando;  planning  dps, 
detailed  descripdons  of  hotels,  airlines,  rides  and 
costs;  maps.  Resources  arranged  by  specific  dis- 
abiiify.  293  pp. 

• Available  from:  SouthPark  Publishing  Group, 

4041  W Wheatland  Rd,  Ste  1 56-359,  Dallas,  TX 
75237,  (800)  669-5657,  (214)  296-4686  (fax); 
$13.95  (includes  shipping). 

Wheeis  & Wavb:  Cruise,  I=bwy,  River 
& Canal  Barge  Guide  FOR  THE  Physically 
Hanoicappeo 

By  Genie  and  Georye  Aroyan;  Wheels  Aweigh 
Publishing  Company  (1 993) 

Individual  passenger  vessels  are  described  in  terms 
of  vidieelchair  accessibility,  diagrams  and  deck 
plans;  organized  by  type  of  boat  and  ^ion  of  the 
world.  Indudes  dps  on  sailing,  canoeing  and  raft- 
ing;  local  resources;  and  ADA  regulations  related  to 
water  travel.  173  pp. 

• Available  from:  Wheels  Aweigh,  17105  San 
Carlos  Blvd,  Ste  A-61 07,  Ft  Myers  Beach,  FL  33931 ; 
$11  (includes  shipping). 

Newsletters 

The  Diabetic  Traveler 

Quarterly.  Each  issue  focuses  on  a different  topic. 

• Diabetic  Traveler,  PO  Box  8223-RW,  Stamford, 
CT  06905,  (203)  327-5832,  $1 8.95/year. 

Handicapped  Travel  Newsletter 


Tips  for  Traveung 
WITH  DtSABiUTIES 

Travel  dps  and  listings  for  tours,  travel  agencies 
and  resources  for  travel  information  (induding 
many  large-print  books  and  books  on  tape). 
Focus  on  U.  S.  30  pp. 

• Available  from:  information  Ctr  for  individuals 
With  Disabilities,  27-43  Wormwood  St,  Boston,  MA 
02210,  (300>  462-501 5 (V/TTY;  MA  only),  (617) 
727-5540,  (617)  345-9743  (TTY),  $10  (includes 
shipping). 


Vlrtualiy  eveiy  airline  In  America  now  uses 
the  Columbia  AIsleMaster  Boarding 
Wheelchair,  a highly  maneuverable,  extra- 
narrow  chair  d^ned  for  use  In  con- 
fined spaces.  The  chair  may  be 
rolled  or,  when  necessary,  car- 
ried up  and  down  stairs.  For 
information,  contact  Columbia 
Medical  Mfg.,RO.  Box  633, 

Pacific  Palisades,  CA  90272, 

(800)  454-6612  (voice).  (310) 

305-1718  (fa)0.  Columbia’s 
Internet  address  is 
CMedOniine^.com. 


• Handicapped 

Athens.  IX  75751 , (903)  677-1 260  (voice/fax),  $10/year. 
Over  the  Rainbow  See:  Mobility  international  USA 
under  Orgadzadons. 

Tide’s  In 

Quarterly  newsletter  of  Travel  Industry  and  Disabled 
Exchange  (TIDE).  Information  on  international  accessF 
bility,  transpoftadon,  hotel  accommodations  and 
nattonal  and  international  tours. 

• TIDE,  54o5  Donna  Ave,  Tarzana,  CA  91356,  (818) 
343-6339;  $1 5/year. 

Traveun’  Talk  Newsletter  See:  Travelid  Talk 
under  Organizations. 


Other  Publications 

Access  Travel:  Airports 

Contains  charts  on  accessibility  features  of  individual 
airports  in  all  parts  of  the  world.  Published  1993.  Fiee. 

New  Horizons  for  the  Aw  Traveler 
with  a Disability 

Explains  niles  and  guidelines  governing  airline  trav- 
el  and  airport  accessibility.  33‘page  booklet;  50$. 

• Available  from:  Consumer  Information  Ctr.  Dept 
389B,  Pueblo,  CO  81009,  (202)  501  -1794. 
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A community  of  alternatives  for  children, 
adolescents  and  adults  who  may  be  physically, 
mentally,  or  medically  challenged. 


Approved  Private  School 
(Extended  School  Year) 

Summer  Activity  Program 

Adult  Vocational  and  Day 
Programs 

Physical  and  Speech  Therapies 
Occupational  Therapy 
Aquatic  Therapy 
Therapeutic  Horsemanship 
24-Hour  Nursing 
Personal  Care  Homes 
Residential  Cottages 

Respite  Care 

Center  For  Independent  Living 

Home  of  **The  Country  Garden  Guild'* 
and  **The  Joy  bells" 

26(X)  Wayland  Road,  Berwyn,  PA  19312 
Phone  (610)  353-1726 
Fax  (610)  353-8528 
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Travel  Resources 


Hotels  and  Motels 

Major  hotel  and  motel  chains  can  pro- 
vide Information  about  accessibiiity  at 
individuai  properties.  Most  wiii  also 
send  free  brochures  with  accessibiiity 
information. 


Adam's  Mark:  (800)  444-2326 

Best  Western;  (800)  528-1 234  (voice) 

(800)  528-2222  (TTY) 

Budget  Host  bms:  (800)  283-4678 

Clarion:  (800)  252-7466, 

(800)  228  3323  (TTY) 

Colony:  (800)  777-1 700 

Comfort  (800)  228-5150, 

(800)  228-3323  (TTY) 

Compri:  (800)  426-6774, 

(800)  528-9898  (TTY) 

Days  Inn;  (800)  325-2525 
(800)  325-3297  (TTY)  • 

Doubletiee;  (800)  528-0444  Accessibility  at  some 
, (800)  528-9898  (TTY)  ‘ ' 

Esono  Lodge:  (800)  446- 
6900,  (800)  228-3323  (TTY) 

Embassy  Suites;  (800)  362-  Hoiiday  Innis  Cnowne 
2779,  (800)  458-4708  (TTY)  Plaza  Ravinia  in 

Eahfleld  bm;  (800)  228- 
2800,  (800)  228-7014  (TTY) 

Forte;  (800)  225-5843 

Four  Seasons:  (800)  332- 
3442 

Friendship  Inns;  (800)  453- 
4511,  (800)  228-3323  (TTY) 

Hilton:  (800)  445-8667, 

(800)  368-1133  (TTY) 

Holiday  Inn:  (800)  465- 
4329,  (800)  236-5544  (TTY) 

Hyatt  Hotels  & Resorts:  (800)  233-1234, 

(800)  228-9548  (TTY) 


Holiday  Inn  hotels 
include  wide  door- 
ways and  toil-in 
showers.  Pictured  is 


Atlanta,  Georgia 


Ui  Quinta;  (800)  531  -5900,  (800)  426- 
3101  (TTY) 

Leading  Hotels  of  the  Worid;  (800)  223- 
6800 

Manfott  (800)  228-9290,  (800)  228- 
7014  (TTY) 

Meridien:  (800)  543-4300,  (800)  441  - 
2344  (TTY) 

Motel  6:  (505)  891-6161,  (505)  891  - 
6160  (TTY) 

Nikko  Internationa!:  (800)  645-5687, 
(800)  255-2880  (TTY) 

Omni;  (800)  843-6664 

Quality  Inn;  (800)  228- 
SI  51,  (800)  228-3323  (TTY) 

Radisson:(800)  333-3333 

Ramada:  (602)  389-3800 , 
(800)  228-3232  (TTY) 

Red  Uon:  (800)  547-8010 

Red  Roof  Inns:  (800)  843- 
7663,  (800)  843-9999  (TTY) 


I . ioto  courtesy 
Embassy  Suites. 


RKz-Cartton;  (800)  241- 
3333 

Rodeway:  (800)  228-2000, 
(800)  228-3323  (TTY) 

Sheraton;  (300)  325-3535, 
(800)  325-1717  (TTY) 

Sleep  Inn:  (800)  221 -2222, 
(800)  228-3323  (TTY) 

Stouffen  (800)  468-3571, 
(800)  833-4747  (TTY) 

Supers:  (800)  848-8888, 
(800)  533-6634  (TTY) 

Travelodge:  (800)  578- 
7878 


Inter-Continental;  (800)  327-0200 


Westin  Hotels  & Resorts; 

(800)  228-3000,  (800)  221- 

8818  (TTY) 

Wyndham  Hotels  & Resorts:  (800)  822- 


4200 , (800)  441-2344  (TTY) 


Photo  courtesy  Wheelers  Accessible 
Van  Rentals,  Glendale,  AZ. 


Van  Rentals 

While  vacationing,  many  families 
need  to  rent  wheelchair-accessi- 
ble vans  or  automobiles  that  are 
large  enough  to  accommodate 
needed  equipment. 

Some  national  car  rental  com- 
panies can  provide  accessible 
vehicles  in  some  locations,  but 
two  leading  rental  companies 
specialize  in  vehicle  rentals  for 
people  with  disabilities: 

• Wheelchair  Getaways;  More 
than  85  locations  throughout  the  U.S. 
and  Puerto  Rico.  Offers  full-size  vans 
with  wheelchair  lifts  or  ramps,  tie-down 
systems,  raised  roof  or  lowered  floors 
and  seating  for  up  to  four  other  passen- 
gers, Mini-vans  and  electric  scooters 


available  at  son'e  locations,  Some  vans 
equipped  with  hand  controls. 

Wheelchair  Getaways,  P.O.  Box  605, 
Versailles,  KY  40383,  (800)  642-2042, 
(606)  873-8039  (fax) 

vonthumi  (Hi  iHujc  4 ft 


o 

ERIC 


Circle  #69 

EXCEPTIOHU  PARENT  / APRIL  1995 


333 


Travel  Resources 


continued  from  page  H 


Ptxjto  courtesy  Wheetehair  Getaways,  Versailles,  KY 


• Wtieetefs  Accessible 
Van  Rentals: 

73  locations  throughout  the 
U.S.  Offers  accessible 
Chrysler  mini-vans  with  low- 
ered floors  and  automatic 
tuck-away  ramps  with  seat- 
ing for  two  wheelchair  users 
and  five  other  passengers. 
Electric  scooters  available.  Ali 
vans  can  be  equipped  with 
hand  controls  if  needed. 

WheeiersAccessibieVan 
Rentals,  7101  N.mAve., 


Glendale,  AZ 85304,  (800)  466- 
1371,  (602)  435-9989  (fax) 

Call  rental  companies  several 
weeks  in  advance  to  make 
sure  they  have  what  you  need. 
Company  representatives  in 
many  locations  can  provide 
information  about  local  attrac- 
tions and  accessible  accom- 
modations. They  may  also  pro- 
vide advice  go  packing  wheel- 
chairs and  other  equipment  for 
air  travel. 

•—Marc  S.  Malkin 
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The  Ultimate  Playground: 
Amusement  Parks 


by  Donna  G.  Albrecht 

Certairily  the  ultimate  play- 
ground is  an  amusement  park 
because  it  combines  all  types  of 
sensory  stimulation.  Whatever 
your  child's  level  of  physical  abili- 
ty, there  will  be  new  sights, 
sounds,  smells  and  sensations  to 
thrill  her.  Many  parks  have  active 
attractions  like  rides  and  more 
passive  attractions  like  stage 
shows.  Plan  to  keep  a balance  so 
neither  you  nor  your  child 
become  overly  exhausted. 

if  you  have  any  questions  about 
.whether  a particular  ride  is  safe 
and  appropriate,  ride  it  alone  once 
to  determine  if  it  is  safe  for  your 
child.  For  instance,  a ride  that 
exerts  strong  "G"  forces  as  it 
swings  in  circles  may  cause  you  to 
slide  on  the  seat.  Ascertain  if  you 
can  hold  your  child  safely  without 
her  slipping  or  getting  a body  slam 
from  you  as  you  slide. 


Abby  Albrecht,  4,  meets  Mickey 
Mouse  during  a 1979  visit  to  Walt 
Disney  World  in  Florida 


TAKE  CONTROL 


•INDEPENDENCE 

•MOBILITY 

•CONVENIENCE 


>■  Wheelchair  Getaways  provides  mobility  freedom. 
>■  Start  now  to  access  more  of  life. 

>■  Experience  what  you  want,  when  you  want  it... 
friends,  family,  entertainment.  You  Choose! 

Select  vehicles  equipped  with  hand  controls. 

Call  today  to  rent  one  of  our  fully  equipped, 
wheelchair  accesssible,  full  sized  or  mini  vans. 
Serving  over  80  cities  in  the  Continental  U.S.  and 
Puerto  Rico. 


> 

> 


Wheelchair 

Getaways® 


FOR  RESERVATIONS  AND  FRANCHICE  INFORMATION 
CALL:  l-ttOO-642-2042 


For  children  who  are  physically  weak,  the  safest  rides  are  normal- 
ly the  ones  that  do  not  need  safety  restraints,  such  as  merry-go- 
rounds  and  any  ride  where  you  are  completely  enclosed  in  a seating 
container  that  moves  gently.  If  you  are  considering  taking  your  child 
on  a thrill  ride  such  as  a roller  coaster,  talk  with  your  doctor  or  physi- 
cal therapist  first  and,  if  you  must  make  an  immediate 
decision,  err  on  the  side  of  caution. 

Avoiding  lines 

Many  parks  have  special  entrances  to  rides  and  attractions  for 
families  with  a child  who  has  a disability.  Often  you  can  bypass 
the  long  lines  and  be  accommodated  almost  immediately. 
However,  some  parks  now  have  a policy  that  only  one  person 
may  accompany  the  child.  Others  have  to  go  through  the  line 
and  you  will  all  be  accommodated  when  they  reach  the  front  of 
the  line.  In  theory,  it  makes  sense,  but  it  can  be  pretty  lx)ring  for 
the  person  who  spends  most  of  the  day  alone  standing  in  line. 
Check  with  the  park  about  its  regulations  before  you  go. 

Meeting  restroom  needs 

In  all  likelihood,  the  park  will  have  some  extra-large  restroom 
stalls  marked  for  people  who  have  disabilities.  However,  if 
your  particular  equipment  and  maneuvering  needs  do  not 
permit  you  to  use  these  stalls  discreetly,  help  is  usually  avail- 
able. Look  for  a nursing  or  first-aid  station.  It  should  have  a 
bathroom  and/or  private  area  with  beds  and  bedpans  where 
you  can  help  your  child  with  her  toileting  needs.  The  staff 
may  be  willing  to  lend  a hand  if  you  need  help. 

Excerpted  with  permission  from  Rmsinc:  A CHttn  Who  Has  a 
PuYsfCAi  Disximny  by  Donna  C.  Albrecht  (John  Wiley  cV  Sons, 
Inc.,  1995);  available  through  E\ccnm)NAL  PAKfNi  Lihrary, 
(300)  535- 1 910;  $12.95. 
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Tlieme  Forks 
Many  theme  parks  offer  free 
detailed  guidebooks  for  visitors 
with  disabilities.  Some  also  offer 
discounts  for  visitors  with  dis- 
abilities.  Accessibility  services 
provided  by  each  theme  park  are 
coded  by  number  and  follow 
each  listing.  Numbers  corre- 
spond to  items  listed  in  the  Key 
to  Services. 

Adventure  Island 
PO  80X9158 
Tampa  Bay,  FL  33674 
(813)  987-5600  (voice) 

(813)  987-5443  (fax) 
1,3,5,6,7,12,13 

Busch  Gardens  Tampa  Bay 
PO  80x9158 
Tampa  Bay,  FL  33674 
(813)  987-5000  (voice) 

(813)  987-5443  (fax) 

1.3.5.6.7.12.13 

Busch  Gardens 
Williamsburg 
1 Busch  Gardens  Blvd 
Williamsburg,  VA  231 87- 
8785 

(804)  253-3350  (voice) 

(804)  253-3399  (fax) 

1.2.3.5.6.7.12.13 

Disneyland 
c/o  Information 
1313  Harbor  Blvd 
Anaheim,  CA  92803 
(714)  999-4565  (voice) 

(71 4)  999-4569  (TTY) 

(714)  490-3223  (fax) 
1,2,3,4,5,6,7,8,12 


Sea  World  Of  Ohio 
1100  Sea  World  Dr 
Aurora,  OH  44202 
(216)  562-8101  (voice) 

(216)  995-2185  (TTY) 

(216)  995-2119  (fax) 
1,2,3,4,5,6,7,11,12,13 

Sea  World  of  Texas 
10500  Sea  World  Dr 
San  Antonio,  TX  78251 
(210)  523-3000  (voice) 

(210)  523-3199  (fax) 

1,2,3,5,6,7,9,12,13 


Six  Rags  Great  America 
PO  Box  1776 
Gurnee,  IL  60031 
(708)  249-1776  (voice) 

(708)  249-2390  (fax) 
1,2,3,5,6,7,12,13 

Six  Rags  Magic  Mountain 
PO  Box  5500 
Valencia,  CA  91385 
(805)  255-4100  (voice) 

(805)  255-481 5 (fax) 
1,2,3,5,6,7,12,13 

Six  Rags  Over  Georgia 
PO  Box  43187 
Atlanta,  GA  30378 
(404)  948-9290  (voice) 
(404)  948-4378  (fax) 
1,2,3,5,6,7,12 

Six  Rags  Over 
Mid*Amerlca 
P0BOX60 
Eureka,  MO  63025 
(314)  938-5300  (voice) 
(314)  938-4805  (TTY) 

(314)  587-3617  (fax) 
1,2,3,4,5,6,12 

Six  Flags  Over  Texas 
PO  Box  191 
Arlington,  TX  67010 
(817)  640-8900  (voice) 
1,2,3,5,6,7,12,13 

Universal  Studios  Florida 
Guest  Relations 
1000  Universal  Studios  Plaza 
Orlando.  FL  32819 
(407)  363-8000  (voice) 

(407)  363-8265  (TTY) 

(407)  363-8660  (fax) 
1,2,3,5,6,7,8,12,13 


Hersheypark 

100  West  Hersheypark  Dr 
Hershey,  PA  17033 
(717)  534-3900  (voice) 

(717)  534-3830  (TTY) 

(717)  534-3165  (fax) 

1.2.3.4.5.6.7.10.12.13 

Oceans  of  Fun/Worlds  of  Fun 
4545Wor1dsof  Fun  Ave 
Kansas  City,  MO  64161 
(816)  454-4545  (voice) 
(816)454-4655  (fax) 

1.2.3.5.6.7.12.13 

Sea  World  of  California 
1720  South  Shores  Rd 
San  Diego,  CA  921 09 
(619)  226-3929  (voice) 

(619)  226-3953  (fax) 

1.2.3.5.6.7.8.12.13 

Sea  World  of  Florida 

7007  Sea  Wbrld  Dr 
Orlando,  FL  32821 
(407)  351-3600  (voice) 

(407)  345-5268  (fax) 

1.2.3.6.7.8.9.12.13 


Box  L579 

Langhome,  PA  19047 
(215)  752-7070  (voice) 
(215)  741-5307  (fax) 
1,3,5,6,7,12 

Six  Rags  Great  Adventure 
Rte  537 

Jackson,  NJ  08527 
(908)  928-2000  (voice) 
(908)  928-2775  (fax) 
1,2,3,5,6,7,12,13 


Key  TO  Services 

1 Accessible  restrooms 

2 Accessible  telephones/TTYs 

3 Accessible  restaurants 

4 Accessible  hotels/motels 

5 Accessible  lides/attractions 

6 Accessible  parking 

7 Wheelchair  rentals 

8 Sign  language  interpreters 

9 Braille  information  guides 

10  Wheelchair  repair  services 

11  Personal  care  services 

12  Guide  dogs  permitted 

13  Guidebooks  for  visitors 
with  disabilities 


Universal  Studios  Hollywood 
100  Universal  City  Plaza 
Universal  City,  CA  91 608 
(818)  508-9600  (voice) 

(818)  752-8514  (TTY) 

1.2.3.4.5.6.7.8.13 

Walt  Disney  World 
Resort 

(Epcot,  Disney-MGM  Studios 
and  Magic  Kingdom) 

PO  Box  10,000 

Lake  Buena  Vista,  FL  32830 

(407)  828-1258  (voice) 

(407)  345-5984  (TTY) 

(407)  934-7081  (fax) 

1.2.3.4.5.6.7.8.9.10.12.13 

Water  Country  USA 
176Water  Country  Pkwy 
Williamsburg,  VA  231 87 
(804)  229-9300  (voice) 

(804)  253-3399  (fax) 
1,2,3,5,6,7,10,12 

This  directory  ms  compiled  by 
Michele  San  Filippo,  an  Excepwnal 
Parent  intern. 


Express 

Medical  Supply,  Inc. 


Mailorder 


♦UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra  • Urocare  • United 

♦ INCONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦ WHEELCHAIR 
CUSHIONS 

Roho • Jay 

♦SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦ FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


Call  for  a Free  Catalog 

800-633-2139 
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Suzaivie  Ankrom  of  Rifton,  New  VD(k  says  she  00^ 
imagined  air  traN^  with  an  adoteggmt  in  a whatite 
last  summer,  when  daughter  Christina,  18»  who  has 
arKj  conrvTiunicataG  wHh  a Ughtlitfttr,  was  offm 
spefitaweekatanaugnientalhwoomrr»iriiceBc^  ' v... 

Caiifbrnia.  Before  Iona  plana  for  A 
were  in  the  worksl 
After  Christina^  week  at 
camp,  the  Ankroms  spent  a 
memorable  week  seeing  the 
sights  in  San  Francisco, 

Yosemite  and  Lake  Tahoe.  On  a 
day  trip  to  the  Muir  Woods,  a 
detour  from  the  wheelchair- 
accessible  paved  pathways 
found  18-year-ok)  Christina 
and  dad  Mike  inside  an  ancient 
giant  redwood  tree.  *"Now,” 
says  Mom,  "1  wouldnl  hesitate 
to  fly  off  to  another  distant 
adventure!” 


Mich^  Coe,  5,  of  Aurora, 

Cok)rado,  enjoyed  rneebng  Robin 
Hood  and  Maid  Marian  during  a 
1993  trip  to  Disney  Wbrid.  Micheile 
was  bom  with  a defect  of  the  first 
cervical  vertebra  which  resulted  in 
quadriplegia;  she  has  been  ventike 
toTKiependent  since  the  age  of  five 
months.  Her  mom,  Blen,  says  she 
has  always  been  detemiined  to  give 
Micheiie  the  same  opportunities  and 
experierrc^  as  other  children  of  the  saine  age. 

A few  near-catastrophes  occuned  during  their  Florida  trip,  in  a 
sudden,  drenching  downpour  in  the  Magic  Kingdom,  Michette's 
power  wheek^hair  arKi  ventilator  botii  stopped  woridna  Diffk:^ 
ties  in  obtairiing  a lerrtai  ventilator  riwie  Blen  vow  to  bring  t^ 
along  on  every  future  trip— "As  with  anything  we  do  in  life,  we 
come  away  with  new  experiences  and  better  ways  to  pisn  for  the 
next  time.  Most  irriportantiy  however,  all  Micheiie  talks  about  era 
the  good  tinfies  and  good  rnenrKxiee  ftotn  this  vacaiioa  And  isn’t 
that  what  it%  ail  about,  anywi^ 


Would  you  liko  to  9hm  a favorite  candid  anapahot  or  alkie  of  your 
child  and/or  family  with  other  reacfers  of  Excepvonal  Parent?  Send  It  to: 
Readers*  Photos,  Exceptional  PAftCwr,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was 
taken,  address  and  daytime  phone  number,  and  Identify  everyone  In  the 
photo.  If  you  like,  you  can  also  write  a few  senfences  about  your  child. 
Then  look  for  a familiar  face  In  an  upcoming  issue! 


Alexandra  Maniscalco,  4,  and 
father  Thomas  catch  some  rays 
during  a seaside  vacation  in  Cape 
May,  New  Jersey.  Alexandra  was 
bom  with  a tianskx^ation  of  chro- 
She  is  fed  through  a g-tube  and 
raquiM  oxygM  while  sleepina  f^^rer^1lK)rnas  and  Louise 
^enjoyed  visits  to  Capa  May  before  >Uexandra  was  bom,  but 
find  it  to  be  the  perfect  vacation  for  their  daughter  as  well. 

gets  to  lay  down  on  the  beach  and  we  put  her  feet  i n the 
ocean,”  s^  her  dad.  *lfs  a different  experience  for  her.” 
When  not  on  vacation,  the  Maniscalco  t^ily  resides  In 
Yoridown  Heights,  New  Yor^ 


Five-year-oid  Adam  Dieisbach  waits  for 
a wave  with  dad  Tfm  during  a 1991 
family  vacation  in  Myrtle  Beach,  South 
Carolina.  Adam^  mom,  Suzan,  believes 
she  has  found  the  key  to  a succeesful 
farnily  vacatfon  wito  a child  who  has  a 
disability— ‘*You  shouldn’t  stop  doing 
thirigs  as  a family  You  just  need  to  find 
out  what  the  child  tikee  to  do  and  plan 
around  that  We  know  Adam  dorant  like  amusement  park 
rides,  M he  enjoys  any  activity  involving  water;  that  helps  us 
make  our  vacation  plans,  and  we  have  a great  time!”  The 
Dreisbacha— Ttm,  Suzan,  Adam,  now  8,  arxl  Brian,  14 — live  in 
Northampton,  Pennsylvania.  Adam  has  a seizure  disorder. 


The  Totey  family,  includ- 
ing eight-year-old  twins 
Allison  and  Brian, 
enjoyed  visits  to  several 
California  theme  parks 
during  a 1994  family 
vacation.  Mom  Janice 
had  high  praise  for  the 
^^accessibility  of  Universal  Studios  In  Hollywood,  noting  that 
the  tour  tram  even  liad  a hydraulic  lift  for  boarding  heavy 
power  wheefohaki.  A high  point  of  the  tour  came  when  the 
twins  met  Harry,  star  of  the  movie  Harry  and  the 
Henderaona.  The  Toteys  live  in  Renton,  Washington— the 
heart  of  ”bigfoot  country”*— where  Harry  and  his  relatives  are 
legande* 
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MOVE  International 

Giving  children  independent  mobility  and  choices 


OVE  International  is  about  people  who  care.  About  dedi- 
cated individuals  who  took  a hard  look  at  their  past  work 
and  had  the  courage  to  call  it  a failure.  About  people  who 
are  challenged  by  immobility,  and  about  the  people  who 
care  about  them.  People  like  Linda  Bidabe. 


Admitting  failure 

MOVE — Mobility  Opportunities  Via  Education — began  with 
children  who  had  severe  mental  and  physical  disabilities  and 
attended  the  Blair  Learning  Center  in  Bakersfield,  California  In 
the  early  1980s,  the  staff  of  the  center  decided  to  take  a cold, 

hard  look  at  the  out- 
comes of  their 
efforts  with  these 
children. 

The  results  of  this 
evaluation  were 
depressing:  Sbdy- 
three  percent  of  the 
students  who  had 
profound  disabilities 
and  were  nonambu- 
latoiy  were  ftmc- 
tioning  below  the  six-month  level  of  motor  skill  development 
These  children  had  entered  the  educational  system  at  three 
years  of  age.  However,  by  the  time  they  left  school  at  age  22, 
many  seemed  to  have  feivei*  skills  than  when  they  had  entered. 
Babies  were  growing  into  young  adults  with  painful  deformities 
and  bleak  futures.  Many  students  had  such  poor  head  and 
trunk  control  that  they  could  not  sit  unsupported;  most  could 
not  feed  themselves  or  use  the  toilet. 

Linda  Bidabe,  an  educator  working  for  the  Kem  County 
Superintendent  of  Schools  Office  (which  operates  the  Blair 
Center)  realized  that  one  reason  for  this  apparent  regression  in 
skills  was  that  the  children  spent  most  of  their  time  reclining  in 
bean  bag  chairs  or  striped  into  wheelchairs.  As  they  grew 
older  and  heavier,  gravity  became  the  enemy.  With  increasing 
size  and  weight,  the  children  became  less  able  to  bear  weight 
on  theii'  legs,  pull  up  to  a sitting  position  or  take  reciprocal 
steps.  With  lack  of  use,  their  limbs  became  less  flexible  and  less 
amenable  to  manipulation  or  therapy.  Over  time,  the  children’s 
educational  program  turned  into  custodial  care;  teachers  and 
therapists  had  to  sjiend  so  much  time  caring  for  the  children’s 
basic  needs — ^positioning,  feeding  and  toileting — that  there  was 
little  time  left  to  help  the  children  learn  new  skills. 


Pilot  program 

A dynaitik*  and  gifted  teacher,  Linda  refusc^d  to  accept  this  sit- 
uation as  the  inevitable  result  of  severe  disabilities.  In  the 
summer  of  1986,  Linda’s  office  created  a mobility  pilot  pro- 


gram to  focus  on  just 
three  skills — sitting, 
standing  and  walking. 

The  students  involved 
in  the  program  were 
between  the  ages  of 
six  and  16;  all  had 
multiple  disabilities. 

None  of  the  children 
had  ever  walked. 

Only  one  had  any 
speech.  The  program 
involved  integrating  every  aspect  of  the  educational  curricu- 
lum into  a physical  activity  that  could  help  teach  specific 
motor  skills.  For  example,  during  speech  therapy,  the  children 
were  placed  in  an  upright  stander  instead  of  a wheelchair. 
During  art,  students  would  sit  in  chairs  that  had  been  slightly 
modified  to  provide  support  and  prevent  falls  but  that  would 
encourage  their  back  and  stomach  muscles  to  work  through- 
out the  duration  of  the  activity. 

The  results  of  the  pilot  program  were  astounding.  The 
teachers  worked  with  individual  children  throughout  the  day 
on  specific  motor  skills,  such  as  sitting  or  standing.  Within  a 
matter  of  days,  an  individual  child  would  progress  from  toler- 
ating this  activity  for  a few  seconds,  to  sitting  and  standing  for 
an  hour  or  more. 

Not  only  were  the  children  mastering  the  motor  skills  that 
had  been  the  original  objectives  of  the  program,  they  were 
also  becoming  more  alert  and  interactive — ^laughing  and  mak- 
ing attempts  to  communicate  with  their  teachers  and  with 
each  other.  Giving  a child  a means  of  independent  mobility — 
and  the  opportunity  to  make  choices — ^became  the  foundation 
for  the  development  of  additional  skills. 

Teachers  were  amazed.  Parents  were  thrilled.  It  was  obvious 
the  program  needed  to  be  defined  and  expanded.  Tlirough  a 
Rotary  International  fellowship,  Linda  spent  a year  in  Australia 
replicating  the  early  successes  of  the  program  and  doing 
research  to  write  the  MOVE 
curriculum. 


Equipment  needs 

One  of  the  most 
pressing  prob- 
lems was  the 
need  to  design 
equipment, 
lincla’s  early 
research 
showed  that 
children 
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^ t tTK^  .to" ' ' 

' ^pp^trarm ' 


goal  being  on  the  move. 


Tliere,  I got  my  ftst  motorbed  wheej- 

'■  1 enjoyed  my  new  freedom,  and  thought ! 

togeiher,  we.tHecoraied  a great 

wmiic^^ta^^ 

f toymTO 
■'iN%teo^ 

;:Aft^eightogiad0,^^w 
nidved  to  Ojfr  1^  In  Oregon:  s 


AirtlarSfeanbock  enjoys  the  view  tom  her  femlty’s 
deckv<lth  hucfciet  Scooter  (on  lap)  and  Rebel 


My  si^  and  I attend 
Mipi|flekiHi{|hSc^^  ' 

^terelamaaer^^^ 

Whenmyphystetit^ 
p^  lntn)(A^  me  b the 
A^VE  prpgiiun  at  ttie  begin- 
ning ,(rf  the  last  scho(ri  year,  I 

was  interested.  ^ told  mo  that  this  was  no  ordinary  program.  Rather  than  the 
thebpiststeliing  me  what  to  do,  1 would  be  in  control  of  the  pace  and  order  in  which 
I progress.  That  sounded  ^/ery  cool.  So,  we  went  to  work. 

I wasnl  very  impressed  in  the  beginning.  Learning  to  balance  in  a regular  chair 
was  hard  work.  It  kxric  a bng  time  and  it  wasn’t  much  fun.  But  after  I m^ered  that 
skid,  things  started  movkig  faster.  Mext,  I worked  on  *"prx)mpted”  standing  for  three 
minutes,  and  then  prompted  walking,  supported  from  the  front  or  the  rear. 

In  December,  I met  a brilliant,  fun  and  incredit^  understanding  woman  named 
Linda  Bidabe,  the  creator  of  MOVE.  Linda  brought  me  a RIfton  Gait  Trainer.  I stood 
there  for  a minute,  feeling  an  awesome  sense  of  control.  This  was  going  to  be  the 
first  time  I vrould  walk  under  my  own  power,  i took  off  across  that  cafeteria,  and  I’ve 
never  looked  back. 

The  Gait  Tminer  Is  a walker  with  adjustable,  removable  prompts.  Already,  my 
“training  wheels”  have  been  removed;  next  I’ll  lose  the  seat. 

MOVE  has  opened  doors  for  me.  Transfers  are  easier.  I eat  lunch  In  a regular  chair. 
I walk  the  halls  after  school  and  chat  with  friends.  1 am  able  to  “dance.”  Almost 
every  day,  I gain  confidence,  and  am  surprised  by  new  or  better  abilities. 

-Amber  M,  Steenbock 

Amber  M.  Steenbock,  17,  lives  with  her  sisters  Erin,  16,  and  Audrey,  14,  and  parents, 
Mark  and  Deborah,  on  a family  farm  In  Coos  Bay,  Oregon.  Amber  loves  reading,  writ- 
ing and  using  her  computer.  She  also  enjoys  working  with  small  children;  one  of  her 
goals  Is  to  become  an  elementary  or  pre-school  teacher. 


with  profound  disabilities  often  required 
more  than  2,000  practice  sessions  to  master 
a single  new  motor  skill.  Public  education 
simply  did  not  have  the  resources  to  hire  the 
additional  personnel  needed  to  hold  children 
in  place  while  they  practiced  these  skills. 

The  equipment  that  was  needed  to  support 
the  MO\^  curriculum  did  not  exist. 

In  the  beginning,  Linda  and  the  staff  of  the 
Blair  Center  created  their  own  equipment — 
using  little  more  than  old  biqycle  parts  and 
imagination.  Tlien,  in  1990,  Linda  asked  the 
Hutterian  Brethren,  members  of  a Christian 
community  who  operate  Rifton  Equipment,  if 
they  would  like  to  work  Avith  the  Kern  County 
Superintendent  of  Schools  to  meet  the  unique 
needs  of  this  progranx  The  equipment  had  to 
be  veisatQe  enough  to  serve  a variety  of  stu- 
dents with  varying  levels  of  proficiency,  yet 
sturdy  enough  to  be  passed  down  from  class 
to  class  as  children  progressed  through  the 
program.  The  equipment  needed  to  support 
children  with  the  most  severe  disabilities,  yet 
that  support  had  to  be  progressively  remov- 
able as  students  gained  strength  and  skills. 

As  a result  of  this  collaboration,  Rifton 
designed  and  created  several  key  pieces  of 
equipment— the  Mobile  Prone  Stander,  the 
Universal  Chair  Frame  and  the  Gait  Ttainer. 
Each  piece  of  equipment  uses  a series  of 
“prompts” — belts  or  3brc^>s — that  provide  sup- 
port to  different  parts  of  the  body  and  can  be 
gradually  removed  as  a child  develops  skiU 
and  confidence. 

Tke  curriculum  in  action 

MOVE  takes  a practical,  common-sense 
approach  to  teaching  children  to  sit,  stand 
and  walk. 

For  years,  many  doctors,  therapists  and 
teachers  have  believed  that  in  order  to  walk, 
children  m^jst  firet  learn  to  push  up  and 
crawl.  The  natural  inclination  of  adults  is  to 
begin  teadung  where  children  start  failing. 
Unfortunately,  this  eqjproach  did  not  work 
well  for  childien  with  the  most  severe  dis- 
abilities. As  children  worked  on  skills  like 
crawling  or  rolling  they  grew  into  adults 
who  were  still  working  on  the  same  skills. 

MOVE  turned  that  model  on  its  head. 
Instead  of  using  a “bottom-up”  model  based 
on  typical  infant  development,  Linda  began 
by  doing  a task  analysis  of  the  skills  the  chil- 
dren would  need  to  lead  functional, 
dignified  lives — skills  like  bathing  indepen- 
dently, feeding  themselves  and  using  the 
bathmom. 
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M^JOCUS  SmTH 

Maiilais' physical  . 

October  of  1 Ha  waited  to  “Inf  s«ne8^ 

err'wHh  my  soa  is  10  years  oM  and  has  cerebra 
.paisy^  We  h^  matv  diffaem  th^ 
nwtor  atsfities,  but  Mariois  had  made  Htde  progress  in  the 
last  several  yaus.  Maitois  couU  stand  to  a prone  sh^ 
txit  iKrted  it  He  oiuto  wheet  htoisetf  siovvt^ 
his  wheelchair,  txd  required  assistance  to  travel  any  dis- 
tance. Kto  poor  vishto  made  nwtorizednwbllityiisi^.Wh^ 
eiqperiment  Were  vve  going  to  subject  Markus  to  this  tinne? 

Darron  introduced  us  to  MOVE  and  the  Gait  Trainer  and  Mobile 
Stander.  Markus  loved  the  stonder  and  was  immediately  able  to 
wheel  himself  around  iri  an  upright  position.  Markus  then  tried  the 
Gait  Trainer.  He  struggled,  but  couldn’t  quite  get  it  moving.  As  a 
team,  we  discussed  which  piece  of  equipment  Markus  should  work 
with.  We  decided  to  work  with  the  Gait  Trainer  because  it  would  pro- 
vide more  room  for  improvement 
Markus  initially  required  every  prompt  on  the  Gait  Trainer  and  assis- 
tance to  make  it  move.  These  struggles  in  the  school  hallways  pro- 
duced benefits  far  beyond  the  physical.  Markus’  schoolmates  stopped 
to  encourage  him.  A class  of  eighth  graders  gave  him  a spontaneous 
ovation.  Teachers  and  students  encouraged  Markus  and  applauded  his 


mrery  Uttto  success.  His  self  confidence  began  to  grow 
Aye^  ago,  Markus  told  a doctor,  “My  greatest  hope  is 
to  walk  kmeday.”  He  was  now  tal^  hto  f^ 
toward  this  dream. 

After  just  tour  months,  Markus  is  abte  to  walk  3dto  40 
ntirKJtes  a diiV  to  hte  (M  TratooTi  for  distonces  of  up  to  a 
t^  a mifo.  He  now  requires  only  the  foreann  supi^  and 
one  leg  prompt.  He  hss.tfoubfo  controlling  his  direction, 
but  the  power  is  ail  his. 

Mariois  has  niQvsd  out  of  a wheelchair  desk,  and  into  a 
“regular”  desfo  He  said,  *1  love  having  a de^  like  the  other 
kids.  I can  get  niy  ovvn  books  and  pencito  and  that  other  stuff.’’ Even 
Martois' vmeeied  nubility  has  totpnived.  His  vvheeichair  speed  has  trfo^ 
and  he  now  vvheeto  htotseif  arouid  the  school  compieteiy  todependsntiy. 

My  husband,  Michael,  has  always  felt  Markus  could  walk  if  we 
could  find  the  right  equipment  to  give  him  the  support  he  needed. 

We  finally  found  the  equipment  and  the  approach.  We  look  forward, 
with  anticipation,  to  seeing  what  Markus  can  accomplish  next 

-Gilda  Smith,  with  Daim  D.  Veh 

Maiiais  Smith  is  a third  grade  student  at  Nickerson  Elementary  School 
in  Nickerson,  Kansas.  . 

Darren  D.  Veh,  P.T.,  is  a physic^  therapist  viMi  Reno  County  Educaaon 
Cooperative,  f^tiich  provides  special  education  servces  to  Nid<efson 
Elementary  School  students. 


Instead  of  starting  at  the  point  where 
a child  begins  to  fail,  the  MOVE  curricu- 
lum starts  at  the  point  where  he  or  she 
begins  to  succeed.  MOVE  starts  with 
mal  life  skills. 

Upon  entering  MOVE,  a child  is 
assessed  starting  at  the  highest  skill  level 
and  moving  dmon  to  the  first  level  at 
which  he  or  she  demonstrates  proficien- 
cy. If,  with  support,  a child  can  bear 
weight  and  move  his  or  her  legs  recipro- 
cally, why  work  on  the  skill  of  crawling? 
With  continued  practice  and  the  applica- 
tion of  MOVE  principles,  many  can  learn 
independent  movement. 

MOVE  GOES  INTERNATIONAL 

The  success  of  MOVE  has  been  phenom- 
enal. The  curriculun^  has  been  translated 
into  seven  languages^  and  training  work- 
shops aie  conducted  throughout  the 
United  States  and  Europe.  Today,  MOVE 
International,  a not-for-profit  orgiiniza- 
tion,  is  supplying  information  about  the 
MOVE  program  to  people  in  all  parts  of 
the  world. 

For  more  ir^ormationy  contact: 

MOVE  IntermiUonnl,  Citf/CcHhr,  hM)0 
im  Sf„  Bakn'sfwld,  CA  D.mi;  (B05) 
63C)--tf5()0  ( wire). 


SIMON  THORPE 

Hard  work  leads  to  greater 
independence 

In  1993, 1 1 -year-oW  Simon  Tiwrpe  received  a . 

MdlonakTs  Child  Of  Achievement  Award  tor 
sitting  cm  a staiktard  chair  at  a table  and  feeding 
himself.  For  Sinun,  these  “stoipie”  tasks  representod 
a major  achievement 

Simon  vvas  bom  vvith  profound  leantog  and  physic^ 
dIsabitiesHneiudtog  diffkxiHies  to  movtog  a^ 
trolitog  aH  four  limbs.  His  tWnily  vvas  determtoed  that 
Simon  should  live  as  full  and  active  a lite  as  possibie. 
Tc^eiher,  ttto  fomiiy  vvorired  to  encourage  Stoun  to 
move. 


Simoh  Thorpe  received  aStolS 
McDonaid'e  Child  of  Achievement 
Award  fixsm  British  brsastsboke 
champicn  Nick  GHIihgham  and  British 
television  star  Tmdi  Qoodwin. 


to  1984,  Simon  began  to  receive  home-based  physi-  — 

cai  therapy.  At  five,  he  began  to  attend  Goise  Bank  School  in  Chadderon,  England,  a special  school 
for  (toildren  v#i  learning  difficulties,  vvhere  therapists,  teaitoers  and  parents  vvorir  clo^  toget^^ 

By  1992,  Simon  was  able  to  sit  in  fully  supported  seating  and  could  tolerate  being  placed 
upright  In  a standing  frame.  However,  he  was  unable  to  feed  himself,  sit  on  a standard  class- 
room chair  or  walk. 

In  June  1 992,  with  the  backing  of  school  officials,  the  physical  therapy  department  Intro- 
duced MOVE.  Simon’s  participation  required  teamwork  from  parents,  teachers  and  therapists; 
but  above  all,  it  required  hard  work  from  Simon. 

After  one  year,  Sinxxi  was  able  to  sit  on  a standard  chair  without  support  and  feed  himself. 
Following  major  surgery  to  his  legs,  Simon  is  now  teaming  to  walk. 

-PNorbury 


Mrs.  P.  Norbury,  M.C.S.P,  S.R.P.,  is  supervising  physiotherapist  of  the  Learning  Difficulty 
Services  departmental  Corse  Bank  School  in  Chadderton,  England. 
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•^Appropriate  mooemenf, 
not  static  positioning, 
is  the  key  to  improved 
health  and  independence.^ 

The  M.O.VB*  curriculum 


Walking  with  his  father  is  now  a dally  joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  teachers.  M.OV.E  * and  Rifton  Equipment.  Duane  Is  making  real 
progress.  The  M.O.V.E.*  curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disabilities.  Working  In  partnership 
with  M.O.V.E.*  founder  Linda  Bldabe.  Rifton  has  developed  a 
complete  line  of  equipment  to  support  the  M.O.V.E.*  program. 

•The  MO.VK.  curriculum  Is  copyrighted  by  the  Kern  County  CuiUonil'i 
Supcrlnter.denl  of  Schools  andlleenJied  to  M.O.V.E.  IntcniatlnnJil. 

Take  your  first  step  today.  Call  1-800-374-3866 
for  more  Information  and  a free  catalog.  341 
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^Rillon  I or  People  Willi  Dis.'ihiI:lios  * 


VO  Hok  qoi  Rot/lr  ?13  • Rillon.  NY  1W7 1-0901 


Hey,  Mister!  Is  She  Retarded? 


by  Steve  Volkert 


mister!  Is  site  retarded?'' 
^Wmt?!" 

“/5  she  retaixied?  She  sure  acts  like 
stw's  wtatxied. " 

We  were  on  vacation— just  a 

long  weekend  really.  Spending 
some  time  at  the  Iowa  Lakes. 
Just  kicking  back,  relaxing,  trying  to 
regroup  and  recharge.  Stacy  and  I 
were  in  the  swinmung 
pool,  splashing  and  play- 
ing like  any  other  daddy 
and  daughter.  We 
weren’t  thinking  or  wor- 
rying about  the  differ- 
ences our  family  has 
learned  to  live  with  over 
the  past  nine  years. 

Then  along  comes  this 
very  inquisitive,  very 
straight-forward  seven- 
year-old  kid  with  a ques- 
tion—”Hey,  mister!  Is 
she  retarded?” 

My  first  reaction  was 
to  grab  Stacy,  get  as  far 
away  from  the  pool  as 
possible,  and  sit  down 
and  cry.  Then  I thought 
about  really  letting  this 

kid  have  it — ^with  both 

barrels!  I could  say 
something  like,  “How  dare  you,  you 
blankety-blank  little  twerp?”  Or, 
maybe  if  I held  her  underwater  for  a 
few  minutes,  it  would  clear  her  think- 


Dad  holds  Stacy  moments 
before  had  her  ears 
pierced— part  of  her  thirteenth 
birthday  celebration. 


ing  and  wash  out  her  mouth! 

Then  I looked  around.  The  liule  girl 
wasn’t  alone;  she  was  with  three 
other,  slightly  older  girls  who  were 
looking  at  her  in  disbelief  One  of 
them  even  said,  “You  don’t  ask  ques- 
tions like  that” 

I looked  into  the  eyes  of  the  girl  who 
had  just  r^ped  my  heart  out  I didn’t 
see  hatred  or  hurt— only  the  innocence 
of  yorit  From  some- 
where deep  inside  me,  a 
voice  asked,  “So,  what 
are  you  going  to  do'.'" 

To  make  a long  story 
short,  we  stood  in  the 
pool  and  talked.  Tblked 
about  what  it  means  to 
be  different  Talked  about 
sign  language.  Talked 
about  how  everybody  is 
special,  how  all  of  us 
have  something  we  have 
problems  with  and  about 
working  together  to  help 
each  other.  In  the  end, 
Stacy  had  made  some 
new  friends.  For  the  next 
two  days,  they  were 
inseparable.  Then  we  all 
went  our  separate  ways. 

That  was  three  years 
ago.  Last  summer,  we 
were  spending  another  couple  of  days 
at  tire  lakes  when  I heard  someone 
say,  “Hey,  Stacy!  Remember  me?” 

You  guessed  it — same  kid!  Only 


F€Uher8*  Voices  is  a vogidar feature  of  Exceptiosai^  PAREN'r magazine.  This  column^ 
coordinated  by  James  May,  Project  IXrector  of  the  National  Father's  Netivork,  focuses 
on  fathers'  erperiences  rearing  diildren  with  special  needs.  Your  contributions  to  this 
column  are  encouraged. 

For  more  i)\fo}^ation  about  the  National  Fathers'  Network  (NFN)  or  to  recMve 
their  newslette}]  write  or  caU:  National  Fathers'  Network,  The  Kindenng  Center, 
16VJ0  N.E.  EigfUh  Sheet,  BeUeime  WA  98008,  (205)  747-40m  or  (206)  28th9664 
(fax).  Funded  by  a Maternal  and  Child  Health  Bureau  grant,  the  NFN  provides  net- 
^working  opportunities  for  fathers;  develops  support  and  menUning  programs;  and 
creates  curriculum  promoting  fathers  as  si^ificant,  nurturing  people  in  their  chib 
drm's  and  families' lives.  '*  * 


Play  balU  The  entire  Volkert  family— 1®^^ 
Chad,  Steve,  Stacy,  Mary  and  Steve-ls 
involved  with  Challenger  League  baseball. 
Parents  Steve  and  Mary  coach  Stacy’s  team; 
brothers  Chad  and  Jeff  help  individual  players 
during  practice  arxi  games. 


this  time  she  had  different  ques- 
tions— ”What  grade  are  you  in?  What 
school  do  you  go  to?  Are  you  having 
fun  this  summer?” 

This  time,  she  was  talking  to  Stacy, 
not  about  Stacy!  Then,  this  little  ^1, 
tlie  same  one  who  had  tom  my  heart 


Dad  keeps  a watchful  eye  as  Stacy,  then  4, 
wades  in  a river  during  a family  vacation  In 
Minnesota 

out  not  sp  long  ago,  reached  out  and 
touched  my  heart  again.  It  was  impos- 
sible to  hide  tlie  tears  when  I heard 
her  say,  “You  know  what,  Stacy?  I’ve 
been  telling  all  my  friends  at  home 
j about  you.  And  you  know  what  else?  I 
I think  I’d  like  to  be  a special  ed. 
teacher  someday!”  EP 

Steve  Votkeii  lives  and  uorks  on  a fam- 
ily farm  in  norihrvest  Imva.  In  addi- 
tion to  farming,  he  uorks  part-time  as 
a jxuxmt  coordinator  for  the  Parxmb 
Educator  Connection  Program  at  the 
area  education  agency  where  his  wife, 
Mary,  uvriis  as  an  indusion  assrx'Uitf* 
hr  a first-grade  classrxxnn.  Steie  arrd 
Mary  haix*  time  children — Chad,  18; 
Jejf,  15;  and  Stacy,  norv  U. 
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Help  Wanted 

Summer  and  part-time  jobs 
provide  valuable  experiences. 

by  Doris  M.  Willoughby 

Did  you,  as  a child  or  teenager,  gain  valuable  experience 
through  a summer  or  part-time  job?  Your  son  or 
daughter  with  a disability  can  do  the  same. 

I see  four  stages  through  which  a youngster  passes  in  mov- 
ing toward  adult  Job  responsibility.  Although  all  youngsters 
move  through  this  progression  in  one  way  or  another,  it  may 
be  helpful  to  analyze  this  more  carefully  with  a young  person 
who  has  a disability.  The  second  stage,  especially,  is  often 
given  little  thought;  but  careful  attention  to  experiences  at  this 
level  can  aid  greatly  in  proceeding  to  the  third  and  fourth  lev- 
els of  responsibility.  (See,  for  example,  “Adventures  in 
Babysitting”  below.) 

1.  Doing  dunvs  in  Uw  fiome,  gmdually  taking  on  moiv 
ivsponsibility.  A child  may  be  given  responsibility  for  picking 
up  toys,  hc-’sehold  cleaning,  washing  dishes,  taking  out  the 
trash,  caring  for  pets  or  helping  to  care  for  younger  siblings. 

2.  Woiicing  at  a job  outside  the  home  while  an  adult  is  pre- 
sent for  guidance  as  needed.  Examples  may  include  working 
as  a mother’s  helper,  entertaining  children  wlule  the  parent  is 
present  but  bu5^;  assisting  witli  jobs  at  a local  business;  doing 
house-cleaning  or  other  chores  for  a neighbor,  under  close 
direction;  or  leaniing  work  skills  under  the  supervision  of  a 
teacher  or  job  coach. 

3.  Woiking  independnitlg  at  a Job  with  soyne  yvsjxnisibility. 
The  youngster  may  shovel  snow,  deliver  n vvspapens,  wash 
dishes  in  a restaurant,  baby-sit  for  one  or  two  children  (with  an 
adult  on  call  in  case  of  serious  problems)  or  do  office  work. 


4.  Holding  a job  with  greater  responsibilities. 

As  a youngster  takes  on  more  and  more  responsibility,  he  or 
she  can  also  earn  more  money.  Even  at  the  first  level,  it  is  veiy 
helpful  if  children  can  receive  payment  for  certain  jobs;  this 
teaches  that  successful  work  brings  the  agreed-upon  wages, 
while  failure  results  in  no  wages.  I am  not  suggesting  that 
youngsters  be  paid  for  all  chores;  they  also  need  to  learn  to 
cany  their  own  weight  as  family  members.  But  it  is  instructive 
to  pay  the  child  a small  wage  for  certain  chores — perhaps 
those  that  are  optional  or  more  difficult 

The  volunteer  option 

While  recognizing  the  importance  of  earning  money,  volunteer 
work  can  also  provide  valuable  benefits.  Sometimes,  volunteer 
work  can  turn  into  a paying  job  with  the  same  organization  or 
group.  Even  when  volunteer  work  does  not  lead  directly  to 
actual  employment,  it  can  offer  excellent  experience. 

Doiis  Willoughby  hos  worked  as  a teacher  of  both  blind  and 
sighted  children.  She  is  the  authjor  of  two  books  on  education 
for  children  rvho  are  blind.  She  livee  with  her  husband^ 
Curtis,  in  Arvada,  Colomdo.  Cu7iis  was  one  of  the  first  blind 
indhnduals  to  be  educated  and  employed  as  an  engineer. 
Doris  is  sighted. 

This  article  uxxs  adapted  from  a longer  article,  *Tart-Time 
and  Sumnner  Jobs,''  which  appeared  in  REFuxnoNs 

(Spring/Surnrner  1994),  the  quarterly -publication  of  the 
National  Organization  of  Parents  of  Blind  Children  (NOPBC). 
NOPBC  provides  information  and  support  to  families  of  chil- 
dren who  are  blind  or  visually  impa  ired.  Family  membership 
is  $8  per’ year;  and  includes  a subscription  to  FinVRE 
Reumtions.  For  more  informatixm,  contact  NOPBC,  1800 
Johnson  St.,  Baltimore,  MD  21230;  (410)  659-9314  (Voice). 


A young  woman’s 
first  job  benefits 
two  families 

BY  Beverly  K.  Sherman 

After  six  years  of  being  home  with 
my  (*hildren,  1 retumc'd  to  work  in 
1991.  My  son,  Ber\jamin,  wjis  six  and  a 
half,  iuid  my  daughter,  Anna,  was  two 
and  a half.  Making  arrangements  for 
Anna  was  easy;  she  began  attending  a 
daycare  center.  But  what  would  I do 
with  F^en?  Ben  has  severe  mental  retar- 
dation. He  is  non-verbal  and  imnambula- 
tory,  and  has  a seizure  disorder  (under 


control).  At  the  time,  he  still  wore  dia- 
pers. 

Because  of  his  sensory  integration 
problems,  the  noise  and  commotion  of  a 
daycare  center  would  make  Ben  miser- 
able. I also  knew  that  tlie  teacher-stu- 
dent ratio  would  not  be  adequate.  My 
husbajid  and  I also  decided  against  a 
family  daycare  home  because  Ben  is 
very  difficult  in  other  people’s  homes.  He 
is  very  unhappy  unless  he  is  watching 
his  videotapes.  He  also  would  not  be 
interested  in  playing  with  other  children. 
We  needed  a sitter  in  our  home. 

Ben  attends  Kirk  School,  which  selves 
students  with  mental  retardation  and 
multiple  disabilities  in  the  suburban 
Chicago  area  My  husband,  Alan,  a com- 


Babysltter  Dawn  Sander,  17,  reads  a 
book  with  Ben  Sherman,  10. 
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puter  consultant,  arranged  his 
schedule  to  be  home  in  the  morn- 
ing so  he  could  take  Anna  to  day- 
care and  put  Ben  on  the  school 
bus.  For  after-school  care,  we 
advertised  at  the  local  high 
school,  and  found  a student  to 
come  to  our  home  until  I returned 
from  work.  Over  the  next  year 
and  a half,  we  used  two  other 
high  school  students.  When  oui’ 

last  sitter  graduated,  we  found  

ourselves  in  a bind. 

While  fretting  over  where  we  would  find  a sitter,  I began 
thinking  about  what  the  job  really  entailed.  The  sitter 
needed  to  get  into  my  house,  take  Ben  off  the  bus,  put  him 
on  the  toilet,  and  turn  on  the  television  and  videotapes. 

Ben  never  varies  from  his  routine.  It  was  not  a “difficult” 
job.  I just  needed  a reliable  person  who  could  phone  my 
husband  or  me  in  case  of  an  emergency. 

Stunned,  but  thrilled 

I decided  to  ask  Glady  Sander,  one  of  our  neighbors,  if  she 
thought  her  daughter.  Dawn,  might  want  to  babysit  for  us. 
Dawn  attends  the  special  education  program  at  our  local 
high  school.  She  had  always  er\joyed  coming  over  and 
playing  with  my  kids. 


Alan  and  Beveiiy  Sherman,  with  children,  Ben,  10,  and  Anna,  6. 


Glady  was  stunned  at  my 
request,  but  phoned  four  days 
later  to  say  she  and  her  hus- 
band would  be  thrilled  for 
Dawn  to  have  her  first  job. 
However,  they  were  worried 
that  this  might  be  too  big  a 
step  for  her.  They  were  con- 
cerned about  my  son's  needs 
and  the  responsibility  Dawn 
would  be  assuming. 

They  eventually  decided  to 
let  Dawn  work  for  us,  feeling 
they  would  never  know  Dawn's  full  potential  unless  she 
was  given  the  opportunity  to  try.  Glady  is  home  in  the 
afternoons  and  would  be  able  to  stay  with  Dawn  for  the 
first  few  montlis  while  Dawn  learned  the  routine.  Glady 
would  also  be  available  whenever  a problem  came  up. 

When  we  asked  Dawn  what  she  thought  about  w'orking 
for  us,  she  was  so  excited.  She  immediately  said,  “When  I 
go  to  their  house,  I can  bring  in  their  mail!”  We  all  felt  this 
comment  was  a good  sign  because  it  showed  her  initiative. 

The  next  Saturday,  Dawn  and  Glady  came  to  our  home, 
anned  with  a clipboard  and  a list  of  questions.  I showed 
Dawn  how  to  unhook  Ben’s  bus  harness,  how  to  put  him 
on  the  toilet  and  how  to  work  the  VCR.  We  talked  about 
what  to  do  if  Ben  soils  his  pants,  what  to  do  if  he  is  unhap- 


The  Baby  Joggei® 

Mobility  and  comfort  combine  for 
both  parent  and  chiidi  The  Baby 
Jogger  offers  new  modeis  to  suit  a 
variety  of  speciai  needs.  Go 
anywhere  with  the  uitimate 
aii-terrain  stroiier.  Travei  over 
gravei,  grass,  curbs, even  sand  and 
snow  with  The  stroiier  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-roiiing  three  wheei 
design.  Modeis  avaiiabie  for 
chiidren  of  aii  ages.  Foids  easiiy  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Safe,  stable,  endorsed  by  pediatricians. 
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Got  a Computer? 

• 

Don't  know 

what  to  do  with  it? 

• 

We  can  help. 

Just  ask  Alexander! 


Since  1979,  !>ttelUTools  has  been  helping  people  use  compniters  In/ 
pwviiiing  intelligent  tools  for  special  education,  carli/  childhood, 
elenientaiy  education  and  adults  zoith  disabilities. 

To  receive  a free  copy  of  our  new  1994-95  catalog  ^ 


featuring  over  15  new  products,  call  or  write: 

INTELLITOOLS,  INC 

55  Leveroni  Court,  Suite  9 
Novato,  CA  94949 

Phone:  (800)  899-6687 
Fax:  (415)  382-5950 


Circle  # 63 


Circle  # 42 


"Hi,  honey,  I'm  home!" 

YOU  would  have  thouglit  we  had  won  the  million<lol!ar  sweepstakes  when  Bev  Sherman 
asked  Dawn  to  babysit  fbi' her.  It  sounded  too  good  to  be  true. 

But  we  received  a prize  more  valuable  than  rrxxiey.  Our  daughter  was  given  the  opportunity 
(D  be  gainfully  employed.  Dawn  was  to  receive  much  more  than  a paycheck.  The  value  of  this 
Job  cannot  be  calculated  in  nrxx^e^ry  sums. 

It  has  been  two  years  since  Dawn  began  caring  for  Ben.  At  the  conclusion  of  her 
work  day,  Dawn  arrives  home  with  a smile  and  a spring  in  her  step.  As  I open  the 
door  to  welcome  our  "working  girl"  home,  she  often  cheerily  exclaims,  "Hi,  honey, 
Vm  home!" 

"Pay  day"  is  Dawn's  favorite  day.  She  marches  proudlv  *rto  the  bank  with  her  pay- 
check.  Some  of  the  bank  employees  who  have  gotten  to  know  Dawn  have  even  attended 
the  Special  Olympics  to  cheer  Dawn  on. 

Should  you  ever  have  the  privilege  of  meeting  Dawn,  her  job  is  one  of  the  first  things 
she  would  tell  you  about  She  is  so  proud  of  her  caregiver  responsibilities  and  seems  to 
have  a real  gift  for  working  with  children. 

As  part  of  a recent  English  assignment  at  school,  Dawn  was  asked,  "If  you  could  be  any 
person  in  the  world  or  could  have  anything  you  wanted,  what  would  it  be?" 

Dawn's  answer:  "To  be  a teacher  and  teach  kids." 

— Glady  Sander 

Glady  Sander  lives  in  suburban  Chicago  with  her  husband,  Dick,  and  children,  Todd,  22,  and  Dawn,  17. 


py  and  what  he  likes  to  eat  We  also  agreed  that  Dawn 
would  not  answer  the  doorbell  or  the  telephone. 

This  first  meeting  made  me  realize  how  complicated  this 
“easy"  job  really  was.  I was  a&aid  Dawn  felt  overwhelmed  by 
the  many  details  we  had  discussed;  still,  I felt  that  with  enough 


time,  Dawn  would  be  able  to  handle  the 
job.  It  was  comforting  to  know  that 
Glady  would  be  there  every  day  until 
Dawn  understood  the  routine. 

After  about  a month,  Glady  felt  com- 
fortable merely  being  in  my  house 
while  Dawn  worked;  that  is,  Glady 
would  be  in  my  living  room  while  Dawn 
met  the  bus  and  took  care  of  Ben  in  the 
family  room.  After  a few  weeks,  Dawn 
felt  ready  to  do  it  all  by  herself.  Dawn 
would  call  her  mom  when  she  arrived 
at  my  house,  and  again  after  bringing 
Ben  in  from  the  bus.  Although  Glady 
would  sometimes  come  by  to  help 
Dawn  with  her  homework,  Dawn  was 
the  one  looking  after  Ben. 

The  unexpected 

The  hardest  part  for  Dawn  was  when 
something  out  of  the  ordinaiy  happened 
For  example,  one  time  Ben  knocked  over  a picture  frame  and 
cut  his  finger  on  the  glass.  Another  time  a plumber  showed  up 
early  for  an  appouitment,  and  repeatedly  rang  the  doorbell. 
Dawn  called  her  mother  and  Glady  ran  over  to  see  who  was  at 
the  door.  These  types  of  situations  presented  no  challenge  for 


Superior  Quality "" 

Community  Living 
Opportunities 

For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day  and  residential  programs  for  adults  with  mental  retardation.  Located  in  the  scenic  rural 
village  of  Troy,  Pennsylvania.  Martha  Lloyd  has  a unique  relationship  with  its  neighbors. 
Residents  are  valued  members  of  the  community  and  make  full  use  of  its  resources. 

There  are  five  programs  for  women  (from  semi-independent  to  highly  structured)  including 
one  specifically  designed  for  mature  women.  A new  communlty-baMd  program  for  men 
is  nowavaiiible. 


• Life  skills  and  vocational  training. 

• Employment  opportunities  at  Martha 
Lloyd  and  in  the  Troy  community. 

• Easy  access  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 

• A caring  professional  staff  experienced 
in  working  with  developmental 
disabilities. 


• Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 

• Unique  leisure  and  recreational  expe- 
riences in  a rural  community  setting. 

• Excellent  health  care  provided  by 
on-staff  health  professionals  and  a 
community  medical  center. 

• Annual  fees  among  the  lowest  in 
the  nation. 


MARTHA 

LLOYD 

COMMUNmr 

SERVICES 


For  Information  Call 

(717)297-216S 

orwue;  UanhaUoydComnuntyServ^ 
190  West  Warn  St.  Troy.  RM6947 


O Circl*  «7a 

ERIC  « EXCEPTIONAL  PARENT  / APRIL  1995 


Only  from  the  nation's  #1 
manufacturer  of  cribs  and  youth  beds 


NT 


Manufacturing  Co.  Inc. 


230  Grider  Street 
Buffalo,  NY  14215 
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our  other  babysitters,  but  tiiey  are  learning  experiences  for 
Dawn. 

Dawn  is  a tenific  babysitter.  She  truly  er\joys  being  with  Ben 
and  he  loves  her,  too.  She  lets  us  know  each  day  how  Ben  did 
and  if  anything  unusual  happened.  We  increased  her  responsi- 
bility by  having  her  keep  track  of  the  times  she  arrives  and 
leaves  our  home.  Her  mom  helps  her  add  up  the  hours  each 
week  so  we  know  how  much  we  owe  her. 

More  self-confidence  and  assurance 

We  have  all  seen  tremendous  changes  in  Dawn  since  the 
job  started.  She  has  much  more  self-confidence  and  han- 
dles Ben  with  more  assurance.  She  loves  telling  people 
that  she  has  a job.  Alan  and  I are  proud  of  her  progress 
and  feel  good  that  we  gave  her  this  opportunity. 

Beveiiy  Sherman  lives  in  suburban  Chicago  with  her 
husbandy  AlaUy  and  chiLdreUy  BeUy  lOy  andAnnay  6. 


by  Earl  Schive 

Last  summer,  I got  a newspaper 
route.  I deliver  newspapers 
eveiy  morning  by  7 am.  Eveiy  week, 

I collect  money  from  my  customers.  I 
pay  my  bill  at  the  newsp£^r  office 
on  Fridays,  and  then  I keep  the 
money  that  is  left. 

On  my  fh'st  collection  day,  I felt 
very  nervous.  I wondered  how  I 
could  communicate  with  my  cus* 
tomers.  WTiat  would  they  think 
about  me?  Would  they  dislike  me  or 
think  I am  stupid  because  I am  deaf? 

I went  to  the  first  customer’s  house 
and  knocked  on  the  door.  The  woman  opened  the  door  and  I 
showed  her  the  money  collection  cards  and  pointed  to  show 
how  much  money  she  owed  me.  The  woman  realized  I was 
deaf.  She  nodded  her  head  and  gave  me  the  money  with  a 
smile.  I still  felt  nervous  but  after  a few  houses,  I realized  it 
would  not  be  that  hai  d,  so  I relaxed. 

In  November,  there  was  a contest  to  get  new  customer.  I 
wondered  how  I could  win  one  of  the  prizes.  Hearing  newspa- 
per carriers  could  talk  to  people  and  ask  tliem  if  they  wanted 
to  subscribe.  I couldn’t  talk  so  what  could  I do? 

Then  I had  an  idea  My  idea  was  to  make  a big  poster  that 
sfud,  “I  deliver  the  Boston  Globe  in  this  neighborhood,”  and 
explained  the  full  service.  I stood  near  the  store  where  people 
buy  newspapers  each  Sunday.  Eveiy  time  I noticed  people  carry- 
ing the  Boston  GIoIh'  from  (he  store,  1 a|)proiichc*<l  tliem  and 
show(xi  them  the  poster.  The  first  time  I tried  this,  I got  two  new 
customers.  I did  this  every  Sunday  for  five  weeks.  As  a result,  I 
got  more  new  customers  tlian  any  other  kid  in  my  town.  I won 
many  contest  prizes;  I got  a watch,  a $25  gift  certificate  and  cash. 


Earf  Schive  kept  his 
newspaper  mute  for 
neariy  four  years. 


COTTING  SCHOOL 


'^Congratulations.  Youve  Just  Found 
a Place  for  Your  Child  to  Thrive.  ” 


Cotting  School  is  a 766-approved  day  school  in  Lexington, 
Mass,  serving  children  and  young  adults,  ages  3-22,  with  a 
variety  of  physical,  medical,  and  learning  challenges. 

Cotting’s  program  features:  physical,  occupational  and 
communication  therapies  • art,  music  and  drama  classes 
• prevocational  and  off-campus  internship  programs  • 
basketball  and  track  & field  teams-and  more-all  under  one 
roof!  We  give  your  child  every  opportunity  to  succeed. 

At  Cotting  School,  your  child  will  be  nurtured 
and  stimulated,  not  set  apart. 

For  more  information  or  a tour,  call  Bob  Driscoll,  Director 
of  Admissions,  at  (617)  862-7323. 
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Quality  incontinent  Care  Products 


Help  keep  skin  dry 
and  provide  outstanding  leakage 
protection! 

Protection  For  All  Your  Needs 

from 


ARC  Home  Health  Products 

• Full  line  of  products  in  stock 

• UPS  deliveries  to  your  door 

• No  add-on  shipping  & handling  charges 
• Personal,  knowledgable  service 

• VISA/Mastercard  accepted 


Ultra  Altcndt  Brich 


CJ 

Aurnd\  Wath(.lnih% 


Your  satisfaction  is  our  concern! 

Cali  Us! 

1-800-2788595 
for  more  information  " \ 

Aiimbt  hUM 


ARC  Home  Health  Products 
RR#4  Box  161  • Oneonta.  New  York  13820 


An  Affhmatlva  Entfprfsa, 
providing  jobs  for  pooph  wftb  dissbiliths. 
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Help  Wanted 

As  I continued  delivering  newspg^rs,  some  customers 
kxK'ame  my  friends.  They  tried  to  find  ways  to  communicate 
witli  me.  For  example,  Mrs.  O’Brien,  an  elderly  woman  on  my 
route,  started  writing  notes  to  me.  She  left  them  in  her  door 
with  her  newsi)aper  money.  I wrote  some  notes  back  to  her. 
Then  she  started  to  leave  little  gifts  for  me.  She  treated  me 
almost  like  a grandson. 

Other  customers  on  my  route  have  also  become  my  friends. 
We  find  ways  to  communicate.  I have  taught  some  cusU)mers 
some  sign  language.  With  otlrers,  I write  notes  or  try  to  under- 
stand their  lips.  We  discuss  sports  and  sometimes  they  ask  me 
questions  about  myself. 

I have  learned  a lot  ftom  leaving  this  newspaper  route.  I have 
learned  to  be  responsible;  I have  learned  that  I can  find  ways  to 
communicate  with  and  bec’ome  friends  with  hearing  people;  I 
have  learned  that  I can  do  as  good  a job  as  hearing  kids. 

Earl  Sckivey  now  20^  was  born  profoundly  deaf  and  has 
additional  mild  physical  and  leaguing  disabilities.  He 
is  the  adopted  son  of  Exceptional  Parent  associate  edi- 
tor Kim  Schive. 

Eaii  wwte  this  essay  wlien  he  was  13  yeats  old.  It  2von  first 
pyize  in  the  *Veqfiiess**  categ(xry  of  the  1988  Creati  ve  Contest 
sponsoied  by  the  National  Association  of  the  Deaf  and  V/oru) 
Aroim)  YoUy  a magazine  for  deaf  and  haid  of  hearing 
teenageys.  (For  byfatmation  about  V/oRijy  Aroiu^d  YoUy  cotitart 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 


1-800-777-1111 

24  Hour  Service 

A.sk  about  our  complete  catalog  including  GoodNite.s, 
Depend,  Attends.  At  Ease,  Comfort  Dry,  Ultra  Shield, 
Dri  Pride,  Promise  and  No-Rin.se  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  1 1558 
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by  Charles  Cheadle 

Last  summer  I worked  for  Wilhelm  Commercial 
Builders,  a construction  company  in  my  area. 

We  spent  most  of  the  summer  rebuilding  a basement  in 
a renovated  factory  building.  The  basement  floor  was 
above  a large  underground  chamber  that  had  been  sealed 
off  years  ago.  We  needed  to  fill  in  the  lower  chamber 
with  concrete  to  prevent  water  damage  from  below. 
Under  the  supervision  of  our  foreman,  we  removed  floor- 
ing and  hauled  it  in  huge  pieces  to  a nearby  dumpster. 
The  work  was  tedious,  slow  and  grueling. 

The  floor  was  roughly  six  inches  thick.  On  the  bottom 
was  three  and  a half  inches  of  spline-jointed  Georgia  pine 
covered  with  one-inch  tongue-and-grooved  maple.  On  top 
of  those  two  layers  were  two  more  layers  of  three-quar- 
ter-inch plywood  covered  with  mbber  tiling. 

Breaking  up  the  floor  was  no  cakewalk!  We  took  it  up  in  sec- 


The 

WeatherBreaker’" 

collapsible  canopy  for  wheelchairs  and  strollers. 


"Hey  A\om,  I'm  Heady  To  Oo  Outside! 

The  weather  doesn't  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there's  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 

And,  for  keeping  legs  and  feet  dry,  nothing  beats  The  GunnySack, 
lap,  leg,  and  feet  cover ...  for  the  one  you  love!  Contact  your 
local  medical  supplies  dealer,  or  call: 

800-795-2392 

rOIESTCO  Mfg.  Co  .,  RO.  Box  6504,  Chico,  CA  95927 
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On  the  Job:  Chaiies  Cheadle  helps 
other  members  of  his  construction 
crew  remove  the  basement  floor  of 
an  old  factory  building. 


tions.  First,  we  removed  the 
linoleimvplywood  layer  in  four-foot 
squares.  Next,  we  removed  the 
maqple,  which  was  very  securely 
nailed  in  place.  Tb  take  up  these 
two  layers,  we  used  wrecking  bars 
vdiich  we  jammed  under  the  nails 
topiythem  free. 

My  blindness  caused  me 
trouble  only  when  it  was  time 
to  pick  up  the  wood.  I had  to  be  careful  not  to  stab 
myself.  I used  a simple  technique — “Don’t  go  grabbing 
wood  in  a hurry!”  I also  found  that  by  initially  reaching 
out  a few  inches  above  the  wood  and  then  carefully  pick- 
ing it  up,  I could  avoid  the  larger  splinters  and  nails. 

Our  next  step  was  to  remove  the  pine  timbers.  When 
the  timbers  were  cut  free  we  had  to  carry  them  out  and 
stack  them  in  the  dumpster  too.  This  was  the  last  layer  of 
the  floor;  when  it  was  removed,  our  place  to  stand  went 
with  it.  Now  the  surface  was  full  of  holes  with  a seven- 
foot  drop-off.  This  intimidated  me  at  first,  but  because 


the  work  had  to  be  done,  and  I liked  having  a job,  I had 
only  one  option — I just  made  sure  I was  constantly  aware 
of  where  the  holes  were  and  where  I was.  I figured  as 
long  as  I wasn’t  on  top  of  where  a hole  was,  I would  be 
OK.  This  proved  to  be  a good  strategy,  and  I didn’t 
encounter  any  hostile  or  malicious  holes  subsequently. 

The  few  problems  I had  did  not  hinder  my  productivity 
in  any  way.  Yes,  they  did  seem  difficult  at  first,  but  taking 
an  open-minded  approach  helped  me  come  up  with  solu- 
tions. Careful  thought  and  some  planning  will  go  a long 
way  in  ensuring  a safe  and  productive  work  environment  EP 

Chaiies  Cheadle,  17,  has  been  blind  from  biiih.  He  lives  in 
Baltimore,  Mainland  with  his  adoptive  parents,  John  and 
Barbara.  A junior  honcn's  student  at  CatonsviUe  High 
School,  Charles  is  a member  of  the  cross-countiy  team  and 
active  in  Boy  Scouts  and  a local  National  Federation  of  the 
Blind  chapter. 

Chaiies\father  helped  Oiaiies  and 
his  older  brothei*  get  summeifobs  with 
Wilhelm.  Though  the  piesence  of  his 
older  brother  was  initially  reassunng 
to  Chaiies'  supervisors,  it  was  not 
integral  to  his  success.  He  has  been 
offered,  another  job  with  Wilhelm  this 
year — with  o?*  without  his  brother. 


TEIE  RIGHT  DECISION 

New  England  Villages  is  a private,  non-profit  resi- 
dential community  nationally  recognized  for  its 
commitment  to  personal  care  and  a supportive 
family-like  environment.  We  provide  a full-range 
of  opportunities  for  your  family  member  in  a non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a supervised  work  set- 
ting. A wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A private  endowment  and 
minima!  dependency  on  govern- 
ment reimbursement  assuies 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron,  Ph.D., 

Executive  Director  for  information 
and  a descriptive  brochure.  A visit 
to  New  England  Villages  may  help 
you  make  the  right  decision. 

new  england  villages me 

A Model,  Supportive  Community 
For  MenUliy  Retarded  AduHa 

664EP  School  Street.  Pembroke.  MA  02359  (61 7)  293-5461 
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Preventing  School  Failure 

Students  with  learning  disabilities  have 
special  instructional  needs 


by  Louisa  Moats 

n the  last  20  years,  our  understanding  of  many 

specific  learning  disabilities  has  grown  significantly. 

Among  the  various  learning  disabilities,  disorders  of 
language  comprehension,  language  expression,  reading 
and  writing  are  the  most  common.  Up  to  80  percent  of 
the  children  we  categorize  as  having  learning  disabili- 
ties, in  fact,  have  disorders  of  language.  These  lan- 
guage-based disorders  include  reading  and  writing  dis- 
abilities. 

Through  research  we  know  that  listening,  speaking, 
reading  and  writing  are  closely  related  language  skills. 
For  example,  preschool  children  with  disorders  of  oral 
language — meaning  listening  and  speaking — usually 
develop  difficulties  learning  to  read  and  write. 
Conversely,  most  children  who  encounter  reading  fail- 
ure deinonstrate  a basic  deficit  in  speech  percept  ion 
and  speech  sound  processing. 

These  children  have  trouble  detecting  the  speech 
sounds  in  words  and  associating  them  with  letter  pat- 
terns. For  example,  younger  ciiildren  with  reading  dis- 
ability usually  can  tell  that  spoken  words  like  “moats” 
and  “most”  are  different,  but  cannot  identify  which 
sounds  are  different  or  how  many  sounds  there  are  in 
each  word.  They  may  also  have  difficulty  with  rhyming 


Effective  programs  for  reducing 
reading  failure  Involve  individual  or 
very  small  group  instruction  by  a 
well-trained  teacher. 

activities,  word  games  (such 
as  pig  Latin)  and  activities 
requiring  them  to  count  or 
change  the  sounds  in  words. 
They  may  have  unusual  trou- 
ble learning  the  differences 
between  words  such  as  “goal” 
and  “gold.”  I knew  one  child 
who  sat  through  an  entire  les- 
son on  the  Gold  Rush  and 
thought  that  the  teacher  was 
talking  about  “goals,”  like  soc- 
cer goals. 

Children  with  these  lan- 
guage disabilities  have 
difficulty  discriminating 
between  words  such  as 
“boost”  and  “boast,”  or  “unani- 
mous” and  “anonymous.”  Such 
children  have  a weak  sense  of 
word  structure  which  under- 
mines their  ability  to  learn  the 
code  of  written  English.  As 
time  goes  on,  this  problem,  in 
turn,  undermines  their  vocab- 
ulary, reading  comprehension, 
spelling,  written  expression  and  their  motivation  for 
language-based  learning.  Obviously,  they  are  at  high 
risk  for  school  failure. 

Do  we  know  how  to  teach  these  students?  Yes;  edu- 
cational researchers  have  agreed  on  the  essential  com- 
ponents of  effective  teaching.  Model  schools  and  pro- 
grams with  low  rates  of  failure  do  exist.  Do  we  practice 
what  we  know?  No;  not  on  a nationwide  scale  that 
would  make  a difference.  Clearly,  several  educational 
policies  and  practices  must  be  altered  to  clear  the  way 
for  better  implementation  of  good  teaching  practices 
for  students  with  learning  disabilities. 

Early  intervention  essential 

First,  reading  failure  can  be  prevented  for  all  but  a very 
small  percentage  of  children.  Inteivention,  however, 
must  begin  early  in  kindergaiten  and  first  grade.  The 
longer  intervention  is  delayed,  the  more  likely  it  is  that 
a child’s  failure  will  become  entrenched.  Programs 
which  have  been  pnjved  effective  in  reducing  reading 
failure  involve  individual  or  vory  small  group  instnic- 
tion  by  a well-trained  teacher.  Examples  of  .such  pro- 
i grams  include  Project  Read  Out  of  Minnesota,  Success 
! for  All  in  Baltimore  and  Philadelphia,  Reading  Recovery 
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in  New  Zealand  and  Ohio,  the  Winston/Salem  Project  in 
North  Carolina,  Benita  Blachman^s  projects  in  New 
York  City  and  Syracuse,  and  many  others. 

Effective  prevention  of  reading  failure  includes  read- 
ing and  writing  practice  with  a wide  variety  of  wort-h- 
while  material.  But,  most  importantly,  effective  preven-  i 
tion  includes  the  direct  teaching  of  speech  sound  j 

awareness,  alphabet  knowledge,  the  links  between 
sounds  and  symbols  and  fluent  decoding  of  print  (the 
ability  to  go  from  looking  at  printed  words  on  a page  to 
comprehension  of  meaning).  In  the  case  of  reading  dis- 
ability, the  nature  of  the  problem  suggests  the  nature  of  | 
the  cure — those  children  who  are  not  sensitive  to  ! 

words  can  learn  when  the  word  structure  is  taught  to 
them  explicitly.  Though  not  part  of  the  standard  read- 
ing curriculum,  this  type  of  instruction  should  be  avail- 
able in  every  school  for  those  who  need  it. 

A full  continuum  of  services 

Secondly,  the  policy  known  as  “full  inclusion’’  should 
be  replaced  by  the  original  provision  of  the  Individuals 
with  Disabilities  Education  Act  (IDEA) — a continuum  I 
of  services  and  placement  options  for  students  with 
learning  disabilities.  In  the  schools  I visit,  full  inclusion 
has  come  to  mean  that  students  with  learning  disabili- 
ties receive  little  or  no  appropriate  instruction  in  main- 
stream classes.  Those  who  learn  differently  are  not 
being  taught  differently. 

Typically,  teaching  assistants  are  placed  in  regular 
classes  to  adapt  curriculmn  and  walk  children  tlu*ough 
inappropriate  assignments.  Educators  often  have  neither 
the  administrative  support  nor  the  time  to  instruct  chil- 
dren in  the  basic  skills  they  la<‘k  using  research-support-  | 
ed  methods  that  address  their  language,  attention  and  ! 


Participation  in  Research  Studies 

Researchers  are  currently  looking  for  participants  to  take 
part  in  the  following  research  studies.  The  information 
has  been  reprinted  with  permission  from  Orphan  Disease 
Update  (Fall  1 994),  the  newsletter  of  the  National 
Organization  for  Rare  Disorders  (NORD),  100  Rte.  37,  PO 
Box  8923,  New  Fairfield,  CT  06812,  (800)  999-6673  (voice), 
(203)  746-6481  (TTY),  (203)  746-6481  (fax). 

BRANCHIOOTORENAL  SYNDROME 

Research  aimed  at  identifying  the  gene  on  chromosome  8 
that  causes  Branch io-Oto-Renal  syndrome  is  being  conduct- 
ed by  Dr.  W.J.  Kimberling  and  Dr.  S.  Kumar  at  Boys  Town 
National  Research  Hospital  (BTNRH).  Volunteers  will  be 
asked  for  a family  history,  medical  records  and  a blood  sam- 
ple. Researchers  will  pay  for  or  reimburse  expenses  associat- 
ed with  these  requests. 

• Contact  Tom  Fowler,  BTNRH,  BOR  Project,  555  N.  30th 
St.,  Omaha,  NE  68131,  (800)  835-1468. 


memory  deficits.  Students  with  learning  disabilities  may 
be  able  to  pass  courses  because  the  teacher  changes  their 
assignments,  or  someone  reads  to  them,  or  someone 
writes  for  them,  but  they  are  not  learning  how  to  read, 
write,  calculate,  solve  problems  and  study. 

Mainstream  teachers  usually  have  not  been  trained  to 
teach  language  in  a structured  way  and  do  not  have  the 
energy,  time,  commitment  or  expertise  to  be  all  things  to 
all  students.  Some  students  with  learning  disabilities  can 
be  mainstreamed  with  curriculum  adaptations,  but  many 
need  small  groups  away  from  the  mainstream,  many  need 
tutorials  and  a few  need  self-contained  day  programs  and 
residential  placements. 

It  is  not  whet'e  instruction  takes  place,  but  the  qiuUity 
and  focus  of  that  instruction  that  ultimately  determine 
the  success  of  students  with  learning  disabilities.  EP 

This  Oftiide  was  adapted  from  remmics  presented  by 
Louisa  Moats,  Ph.D.  at  the  Summit  on  Learning 
Disabilities.  Louisa  Moats  is  the  director  of  teacher  train- 
ing and  clinical  setuices  at  the  Greenwood  Institute  in 
I Putney,  Vermont.  The  Summit,  sponsored  by  the  National 
Center  for  Learriing  Disabilities,  uxxs  held  in  Washington, 
DC,  Sept  20-21,  1994. 

LearjNing  DiSABiimEs:  A National  Responsibility,  a report 
firm  the  Summit,  is  a summary  of  recommendations  for 
improving  the  lives  of  individuals  with  learning  disabili- 
ties. This  24-page  booklet  costs  $4  (including  postage).  It  is 
available  from  the  National  Center fm'  Learning  Disabilities 
(NCLD),  381  PaikAve.  South,  Ste.  1420,  New  York,  NY 
10016;  (212)  545-7510  (voice),  (212)  545-9665  (fax). 
NCLD  Ivas  other  available  publications,  and  can  provide 
\ irfomiation  ami  i^eircds  to  parents  of  children  with  leam- 
! hig  disabilities.  Contact  them  for  more  information. 


POLYMYOSITIS  AND  DERMATOMYOSITIS 

Researchers  are  seeking  volunteers  with  polymyositis  or  der- 
matomyositis  who  have  blood  relatives  with  any  type  of 
myositis.  This  investigation  is  looking  at  genetic  factors  that 
might  be  responsible  for  certain  connective  tissue  diseases. 
Volunteers  will  fill  out  a questionnaire  and  donate  a blood 
sample. 

• Contact  Dr.  F.W.  Miller  or  Dr.  Lisa  G.  Rider,  Molecular 
Immunology  Lab  CBER,  FDA,  National  Institutes  of  Health, 
Bldg.  29,  Rm.  507,  HFM-521,  8800  Rockville  Pike, 
Bethesda,  MD  20892,  (301 ) 496-691 3. 

DIABETES  INSIPIDUS 

Dr.  Robert  S.  Wildin  is  studying  the  genetic  causes  of  con- 
genital nephrogenic  diabetes  insipidus.  He  has  identified  1 5 
different  genetic  mutations  in  the  renal  vasopressin  receptor 
in  different  families.  He  is  interested  in  collecting  more 
blood  Sfimples  from  families  he  has  not  yet  studied. 

• Contact  Dr.  Robert  S.  Wildin,  Dept,  of  Pediatric  Genetics, 
UTMB,  301  University  Blvd.,  Galveston,  TX  77555-0359, 
(409)  772-3466. 
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lEP  Strategies 


Getting  what  your  child  needs  from  lEP 
meetings  and  annual  reviews 

by  Barbara  Ebenstein 


How  will  we  educate  Risa?  I worried 
about  how  I would  communicate 
my  daughter’s  special  needs  to  our 
school  district  and  how  the  district 
would  respond.  How  could  they  possi- 
bly understand  this  beautiful  child  who 
loves  without  words? 

Risa  entered  a special  education 
nursery  school  class  while  I was  a law 
student.  My  professors  were  under- 
standing of  my  unortliodox  class  sched- 
ule and  sudden  absences.  Risa  experi- 
enced one  educational  ciisis  after 
another  until  I developed  an  ^proach 
to  special  education  that  permitted  me 
to  obtain  the  services  she  required. 

I now  work  as  an  attorney  represent- 
ing parents  in  special  education  mat- 
ters. I also  conduct  parent  workshops.  I 
never  come  away  from  one  of  these 
sessions  without  having  learned  some- 
thing useful.  The  strategies  presented 
here  are  based  not  only  on  my  own 
legal  knowledge  and  experiences,  but 
also  on  the  collected  experiences  of 
many  parents. 

Ten  Strategies 

1.  Keep  "business"'  ivcoixis.  Treat 
your  relationslup  witli  the  school 
district  as  a business  relation- 
ship. All  communication  should 
be  in  writing,  and  you  should 
keep  a copy  of  every  document 
you  submit.  Keep  brief  notes  of 
important  telephone  conversa- 
tions. Keep  a written  record  of 
all  verbal  agi*eements,  and  give  a 
copy  to  tlie  school  district. 

Iland-deiiver  important  docu- 
ments diiectly,  or  use  certified 
mail  and  keep  the  return  receipt. 

Keep  a diary  noting  tlie  dates  you  sul> 
mit  dot'iuiients.  Some  regulations 
rcHjuire  that  the  district  comirly  with 
time  reriuirements.  For  example,  they 
may  have  JIO  days  to  n»six)nd  to  a writ- 
ten iTxiuest  If  so,  you  uchhI  to  know  the 
date  you  made  that  reijiK'st.  Lc^gdly 


speaking,  if  it  is  not  in  writing,  it  never 
happened. 

2.  Document  all  of  your  child's  unad- 
dmssed  iieeds.  A parent’s  insistence  that 
a child  requires  a specific  senice  is  never 
sufficient.  Every  unaddiessed  need 
should  be  described,  in  wTiting,  by  a pro- 
fessional who  knows  your  child  or  has 
evaluated  him  or  her  for  this  purpose. 

Letters  from  your  child’s  })ediatrician, 
therapist  or  otlier  professionals  can  be 
brief,  but  should  include  a description 
of  the  child’s  special  need(s),  its  educa- 
tional impact  and  a “prescription”  for 
needed  services. 

3.  Reoiew  your  child's  classification. 
Many  states  have  lists  of  conditions 
that  permit  eligibility  for  special  educa- 
tion services.  These  are  educational 
classifications,  not  medical  tenns.  For 
example,  in  New  York  State  a child 
with  a medical  diagnosis  of  attention 
deficit  disorder  (ADD)  may  have  an 
educational  classification  of  “other 
health  impaired”  or  “learning  disabled.” 


Ideally,  special  education  services 
should  be  provided  on  the  basis  of  a 
child’s  individual  needs.  Unfortunately, 
some  school  districts  provide  children 
with  services  according  to  their 
classification. 

If  you  are  dissatisfied  with  the  ser- 
vices your  child  receives  or  his  class 
placement,  begin  by  reviewing  his  or 
her  classification.  Is  it  the  most  appro- 
priate classification?  Would  denied  ser- 
vices be  available  if  the  child’s 
classification  were  changed?  If  so,  have 
your  child  evaluated  by  an  appropriate 
expert.  Your  child’s  classification  may 
also  need  to  change  as  he  or  she  devel- 
ops new  strengtlis  and  weaknesses. 

4.  Coopetute  with  the  school  dishieVs  im- 
sonable  evalucvtion  pivcess.  The  school 
district  needs  your  consent  to  conduct  an 
evaluation;  however,  if  you  refuse,  they 
can  request  an  impartial  hearing  The 
hearing  officer  will  deem  the  proposed 
evaluation  reasonable,  and  the  district 
may  be  permitted  to  proceed  without 
your  consent  All  you  will  have  accom- 
plished is  tiie  destruction  of  yoiu'  relation- 
ship with  your  school  district  Save  your 
energy  for  battles  you  can  wiiL 

5.  Be  smv  the  committee  has  accumte 

ivports.  If  you  disagree  with  an 
evaluation  done  by  the  school 
district,  there  are  several  steps 
to  take.  First,  review  the  inaccu- 
rate report — what  is  wrong  with 
it?  Was  it  perfonned  when  your 
child  was  not  taking  his  usual 
medication?  Were  inappropriate 
tests  used?  Was  the  evaluator 
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unfamiliar  with  your  child’s 
strengths  and  limitations? 

Second,  ask  about  the  evalua- 
tor’s position  and  credentials. 

After  receiving  a devastating 
speech  assessment  on  my  daugh- 
ter, I discovered  it  had  been  writ- 
ten by  an  inexperienced  speech  

teacher.  I obtained  a more  detailed 
report  from  my  child’s  private  speech 
therapist — a woman  with  a Ph.D.  and 
many  years  of  experience.  The  district 
followed  the  ther^ist’s  suggestions  and 
agreed  to  remove  the  teacher’s  report 
from  Risa’s  file. 

If  you  disagree  with  the  school  district’s 
evaluation,  you  are  entitled  to  an  indepen- 
dent evaluation  at  the  district’s  expense. 
The  district  may  place  a reasonable  cap 
on  the  cost  If  the  district  disagrees  with 
the  necessity  for  anotner  evaluation,  you 
may  need  to  go  thix)ugh  an  impartial  hear- 
ing. But  ifyou  know  an  evaluation  is  inac- 
curate, it  is  worth  fighting. 

You  must  state  your  disagreement 
with  the  school  district’s  evaluation 
before  they  use  it  to  determine  your 
child’s  placement  If  you  disagree  later, 
the  district  will  assume  that  your  objec- 
tion is  to  the  placement  rather  tlian  to 
the  accuracy  of  the  evaluation.  This 
becomes  a more  difficult  battle  to  win. 

If  all  evaluations  from  experienced 
professionals  are  contrary  to  yoiu* 
expectations,  consider  whether  they 
might  be  right.  Is  it  possible  that  you 
are  denying  the  severity  of  your  child’s 
problem?  If  not^  pmsue  otlier  experts  at 
yoiu*  o^'/n  cost.  Ifyou  obtain  private 
reports,  it  is  yoiu*  choice  whether  or  not 
to  share  them  with  the  team.  You  may 
decide  to  share  only  those  documents 
that  strengthen  your  position. 

6.  B}fM  acconntabilUjj  info  the  chiUVs 
lEP.  Tlie  school  district  has  a legal 
obligation  to  make  the  necessaiy 
arrangements  to  provide  related  ser- 
vices promised  on  the  lER  If  a related 
s(*rvice  is  not  provided  as  Required,  pat- 
ients have  a right  to  full  due  pnK*ess. 
Request  an  impartial  hearing  in  writ- 
ing. Most  districts  will  solve  the  prob- 
lem immediately  rathei*  than  face  the 
time  mid  expinise  of  an  impartial  hear- 


Dr.  John  Handelsman  and  daughters  (from  left)  Leanne, 
and  Sarah. 


ing  they  will  probably  lose. 

The  follow-up  of  specific  educational 
j objectives  is  more  difficult.  For  exam- 
I pie,  a child  who  is  included  in  a regular 
■ class  may  have  a classroom  teacher,  a 
I resource  room  teacher  and  a psycholo 
] gist.  Usually,  no  one  is  designated  to 
j have  authority  to  make  sure  all  of  them 
i are  pursuing  the  lEP  objectives. 

There  are  several  things  you  can  do 
to  prevent  this  situation.  First,  be  sure 
tile  lEP  clearly  states  who  will  be 
responsible  for  follow-up;  this  can  be  a 
brief  statement  on  the  front  page  of  the 
lEP.  Second,  list  only  two  or  three 
important  educational  objectives  in 
each  lEP  category.  Limit  the  objectives 
to  your  absolute  priorities.  Remember, 
the  lEP  can  specify  the  teaching 
method  or  materials  to  be  used.  Finally, 
make  sure  all  professionals  who  will  be 
working  with  the  child  actually  read  the 
lEP  and  are  aware  of  the  objectives 
they  should  be  working  toward. 

7.  Wo)ic  Uiings  out  befotv  (he  aymual 
7evmv.  Submit  all  reports  to  the  com- 
mittee three  weeks  before  the  meeting. 
Insist  that  all  school  district  reports  be 
given  to  you  at.  that.  time.  If  there  are 
questions  or  issues  to  be  resolved,  try  to 
work  them  out  before  the  meeting.  Tlie 
best  annual  review  is  a short  meeting  in 
which  the  committee  gives  approval  to 
what  has  already  been  decided. 

Many  parents  believe  that  they  can 
obtain  an  impartial  hearing  to  compen- 
sate for  their  own  lack  of  preparation 
j for  the  aimual  review.  Tliis  is  a serious 
t error.  A due  process  hearing  will  deter- 
■ mine  only  whether  the  school  district 
! acted  in  compliance  with  federal  and 
state  mandates.  It  is  not  a second 
J chanc’e  for  the  parents  to  “get  it  right” 
i by  bringing  in  late  reports. 

' 8.  Negotiate.  The  process  is  not  an  jill- 
' or-nothing  deal.  Reasonable  negotiation 


is  possible.  Several  years  ago,  I 
wanted  my  child  evaluated  by  an 
Alliance  for  Technology  Access 
center  far  from  my  home.  The 
school  district  agree  d to  pay  for 
Rfsa  the  evaluation  and  purchase  sug- 
gested computer  hardware.  I 
agreed  to  pay  for  our  transporta- 
tion and  lodging. 

9.  Consider  aU  proposals  for  inclusion 
carefully.  Federal  law  requires  that  chil- 
dren with  disabilities  be  educated  in  the 
least  restrictive  environment  This 
means  including  the  child  in  a regular 
classroom  whenever  possible.  But  suc- 
cessful inclusion  usually  requires  sup- 
port and  related  services.  Sometimes,  a 
school  district  will  include  a child  with- 
out providing  needed  services.  Too 
often,  this  is  a cost-cutting  maneuver 
which  sabotages  the  child’s  placement 
If  you  and  yoiu*  school  district  decide  to 
include  your  child  in  a regular  class- 
room, be  sure  that  all  teacher  training, 
follow-up  procedures,  support  and 
related  services  are  provided. 

10.  Deal  Uve  annual  iveiew  as  your 
ynost  impeniant  business  meeting  of 
the  year.  Dress  for  business.  Bring  a 
sufficient  number  of  copies  of  all  docu- 
ments in  case  they  have  not  been  dis- 
tributed to  all  committee  members 
prior  to  the  meeting. 

Request  a meeting  time  that  pennits 
all  adult  members  of  a child’s  immedi- 
ate family  to  attend  the  annual  review. 

If  a child’s  father  is  involved  with  the 
family,  he  mast  attend — I cannot  stress 
tliis  point  enough.  Request  a meeting 
time  that  permits  his  involvement. 
Meetings  are  often  dominated  by 
women.  The  presence  of  the  child’s 
fatlier  lends  credence  to  the  family’s 
full  participation  in  ffie  meeting.  Special 
education  is  not  a women’s  issue;  spe- 
cial education  is  a family  issue.  EIP 

Baiixim  J.  Ebnisteni  is  a jHtrhirr  in  the 
Imw  Offices  of  Hairy  K.  Ebenstein,  a 
family  law  firm  in  Nrir  Votii  City.  She 
liirs  with  her  husband,  Dr.  John 
E.  Handelsinan  (Vack*'),  and  their 
thnrdanghtefs,  Samh,  14,  Umnne,  It, 
and  Risa,  9. 
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by  David  Hirsch,  M.D. 

Hypotonia;  Gastrointestinal  Problems 


QOur  14-month-old  daugiiter  was 
recently  diagnosed  with  hypoto 
nia  Her  gross  motor  developmental 
milestones  have  been  delayed — ^she 
did  not  sit  unsupported  until  one  year 
and  she  barely  stands  holding  onto 
furniture  now.  Her  fine  motor  skills 
are  more  age-^propriate,  but  her  lan- 
guage skills  are  slightly  delayed.  Our 
pediatrician  has  referred  us  to  a neu- 
rologist who  has  done  a number  of 
blood  and  urine  tests,  an  EEC  (elec- 
troencephalogram or  brain  wave  test) 
and  an  MRI  (magnetic  resonance 
imaging)  of  her  brain.  All  these  tests 
have  come  back  “negative.”  We  still 
do  not  know  the  cause  of  her  hypoto- 
nia My  daughter’s  neurologist  has 
indicated  that  a muscle  biopsy  may 
be  needed.  What  do  you  think? 

A Hypotonia  or  low  muscle  tone, 
sometimes  called  “floppiness  in 
infancy,”  is  not  a syndrome  or  a dis- 
ease; it  is  a s>Tnptom.  There  art' 
numerous  possible  causes  of  hypoto- 
nia in  infancy,  many  of  which  are  very 
rare.  However,  most  of  these  causes 
fail  into  four  categories — disorders  of 
the  central  nervous  system  (the  brain 
and  spinal  cord),  disorders  of  the 
peripheral  nervous  wsystem  (the 
nerves  that  go  directly  to  the  mus- 
cles), disorders  of  the  neuromusculfir 
.iunctioh  (where  nerves  and  muscles 
meet  and  electrical  signals  and  chem- 
icals are  transferred)  or  disorders  of 
the  muscles  themselves. 

If  possible,  accurate  diagnosis  is 
very  important  because  the  diagnosis 
will  influence  the  treatment,  if  any 
The  child’s  prognosis  and  any  possi- 
ble genetic  implications  would  also 
be  better  undemtood  witli  an  accu- 
rate diagnosis. 

In  your  daughter  s case,  I jissmne 
the  “negative”  tests  in(*Iuded  the 
newer  types  of  (‘hromosome  test- 
ing its  well  as  metabolic  testing. 

Did  do(*tors  peiform  an  ('lec- 
tromyography  (EMG),  a ti'st  of 
motor  nerve  co’.Kiuction  velocities? 


Is  there  a family  history  of  hypoto- 
nia, or  muscle  or  nerve  disease? 

A muscle  biopsy  has  become  one 
of  the  more  essential  procedures  for 
diagnosing  various  neuromuscular 
diseases  for  which  hypotonia  is  a 
common  symptom.  Based  on  witat 
you  have  told  me,  and  assuming  tlie 
other  issues  we  discussed  are  not 
helpful  in  making  a diagnosis,  a mus- 
cle biopsy  may  be  very  helpful,  espe- 
cially if  your  daughter’s  muscle  tone 
has  improved  very  little  during  the 
last  six  months. 

QMy  eight-year-old  son  suffers 
daily  from  stomach  pain  and 
gastro-esophageal  reflux  (the  symp- 
toms of  severe  heartburn)  for  which 
he  has  been  on  various  medications 
(Zantac,  Reglan  and  Propulsid).  His 
esophagus  (the  muscular  tube  con- 
necting the  back  of  the  throat  to  the 
stomach)  is  chronically  inflamed.  We 
have  had  to  seal  lus  permanent  teeth 
to  iTunimize  damage  from  acid  reflux 
and  frequent  vomiting.  He  has  a small 
sliding  hiatal  henua  (the  top  part  of 
his  stomach  moves  up  and  down 
tlirougli  his  dia{)luagm).  Medical  tests 
suggest  that  his  esophageal  muscies 
are  weak  and  uncoordinated. 

Our  son  is  very  bright  but  has  a 
learning  disability  in  reading  and 
attention  deficit  hyperactivity  disor- 
der (ADHD)  for  which  he  takes 
Ritalin.  These  problems  frustrate  lum 
in  sc'hool  and  aggravate  his  digestive 
problems.  His  recurrent  vomiting  at 
school  embarrasses  him.  Is  there  any- 
thing else  we  can  try? 

A Tins  is  an  exiimplo  of  a situation 
where  one  tyi^e  of  developmen- 
tal or  behavioral  problem  nright  be 
making  a separate  and  unrelated 
physical  problem  woise.  It  sounds 
lik('  you  have  tried  im  aggn'ssive 
medical  approach  t o your  son  s 
(dironic  vomiting  with  medications 
that  typicfilly  work  for  simikir  i)roh- 
lems.  Zsntac  decreases  stomach  acid 


production.  Reglan  stimulates  motili- 
ty of  the  upper  gastrointestinal  tract, 
the  stomach  and  the  first  part  of  the 
small  bowel.  Propulsid  (also  known 
as  Cisapride)  increases  the 
esoph  ageal  motility  (the  ability  to 
push  food  down  the  esophagus  and 
keep  it  in  the  stomach)  and  emptying 
of  the  stomach.  I assimie  that  those 
medications  have  been  used  in  the 
proper  combination  and  dosages.  A 
few  other  medications,  such  as 
Carafate,  Urecholine  and  Prilosec  are 
also  available.  However,  I am  not  sure 
if  they  would  be  any  more  effective 
than  those  you  have  already  tried. 

Your  son’s  pediatrician  and  gas- 
trointestinal consultant  may  have  to 
consider  other  studies  to  define  the 
most  likely  cause  or  causes  of  his  gas- 
trointestinal problems.  If  it  has  not 
already  been  done,  a test  called  an 
antroduodenal  manometry  may  be 
considered.  This  test  assesses  the 
pre^ures  in  the  lower  part  of  the 
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Hari)a'^ street,  Suited  BrookUne, 
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Publications 

• Expectations  is  an  annual  anthology  of  children’s  literature  in  Braille, 
for  grades  three  to  six.  This  free  publication  includes  color  illastrations 
witli  raised  edges  and  a “scratch  and  sniff  page.  Included  with  each 
copy  is  a 1995  calendar  printed  in  both  Braille  and  laitge  print  Contact 

Braille  Institute  Sight  Center,  741 N.  Vermont  Ave., 
Los  Angeles,  CA  90029,  (800)  2724553. 

• Knowing  the  Ropes  is  a 100-page  book  for 
parents  of  children,  ages  4 to  15,  with  speech 
and  hearing  impairments.  Topics  include  par- 
ents’ feelings  and  supports,  deaf  culture  and 
alternatives  in  communication  and  education. 
FYee  to  Minnesota  parents;  $10  for  others.  Send 
payment  (payable  to  the  Minnesota  Foundation 
for  Better  Hearing  and  Speech)  to  the  Parent  Network,  MFBHS, 
166  4th  St.  East,  Ste.  320,  St.  Paul,  MN  55101;  (612)  223-5130 
O^ATY) 

• Piader-WUU  Syndimne—A  //andi?ooA:./b>  Pa/F/ite  is  again  available. 
The  book,  considered  the  primary  parent-to^parent  publication  on  the 
syndrome,  had  been  out  of  print  for  several  years.  Order  fix>m  Prader- 
Willi  Syndrome  Association,  2510  S.  Brentwood  Blvd,  Ste.  220,  St 


EXPECTATtOlvJS 


Louis,  MO  63144,  (800)  9264797  $6  ($7  out*^ide  U.S.),  includes  shipping. 

• Learn  how  to  influence  lawmakers  and  policy  with  the  32-page 
booklet  Making  Your  Case.  One  free  copy  per  person  or  organization 
is  available  from  the  Minnesota  Governor’s  Planning  Council  on 
Developmental  Disabilities,  300  Centennial  Office  Bldg.,  658  Cedar 
St,  St  Paul,  MN  55155;  (612)  29B4018,  (612)  296-9962  (TTY),  (612) 
297-7200  (fax).  For  additional  copies,  contact  Minnesota’s  Bookstore 
(612/297^3000,  612/282-5077,  TTY). 

• Achieving  in  Spite  of ...  A Booklet  on  Disabilities,  a 

practical  guide  for  parents  and  professionals  on  helping  children  with 
learning  disabilities  succeed  academically  and  socially,  is  available 
from  the  National  Neurofibromatosis  Foundation  (NNFF).  Send  $1  to 
cover  postage  and  handling  to  NNFR  95  Pine  St,  16th  FI.,  New  York, 
NY  10005;  (800)  323-7938  (V/TTY). 


rffnlitfiu'(f  froin  pa(H' 

stomach  and  the  first  part  of  the  small  bowel.  Fiuther  studies  of 
esophageal  motility  may  also.be  needed.  These  tests  may  be  impor- 
tant, especially  if  more  aggressive  surgic^al  intervention  is  being 
considered.  If  yoiu*  son  also  has  had  problems  with  constipation 
and  abdominal  distention,  doctors  need  to  consider  whether  he  has 
a condition  called  “intestinal  pseudo-obstruction.” 

I do  not  believe  that  the  Ritalin  your  son  takes  for  ADHD  is  caus- 
ing any  of  his  gastrointestinal  problems,  although  this  medication 
c‘an  c‘ause  abdonunal  pain  and  decreased  appetite.  I also  do  not 
tnink  the  medications  for  your  son’s  gastiointestinal  condition  aie 
affecting  tlie  action  of  the  Ritalin  signific  ; mtly.  However,  any  time 
medication  changes  are  made,  your  son’s  dorters  and  your  phar- 
I macist  need  to  consider  possible  side  elTects  or  clmg  intemrtions. 

It  is  important  to  keep  your  son’s  teachers  infoimed  of  his  med- 
ic'iU  condition  and  the  things  that  seem  to  aggravate  it.  Perhaps 
tliey  can  modify  his  progi’am  to  decrease  the  stress  he  is  feeling. 
Above  all,  tiy  to  be  as  reassuring  as  possible  to  your  son.  EP 
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Special  Olympics 
World  Games 

More  than  7,000  afli- 
letes  are  expected 
to  compete  in  the 
1995  Special 
Olympics  World 
Summer  Games 
July  1-9  in 
Coimecticut  at  sites 
in  New  Haven,  West 
Haven,  Hamden, 

Old  lyme  and  New 
London.  In  addition 


Photo  courtesy  1996 
Spedai  CHynipics  Wodd 
Games. 


to  the  athletes,  an  estimated  2,000  coaches, 
16,000  jEamilies  and  Mends,  500,000  specta- 
tors and  45,000  volunteers  from  140  coum 
tries  will  attend  the  ninth  annual  Worid 
Games. 


^pealing  events  include  aquatics,  athletics 
(track  and  field),  badmintcxi,  ba^eihall, 
bocoe,  bowliitg  cydiiig  eqpiestrian  evoits, 
foothaU  (soccer),  gymnastics,  powerliit- 
ing,rcAerskating,sailing,saflhall,teamhattd- 
ban,  td>le  teimis,  tennis  and  voQeybalL 
Opening  ceremonies  take  place 
Saturd^,  July  1 from  -7  p.m.-ll  p.m.  The 
games  close  July  9. 

Fhiticipatkm  in  ^>eciai  Olyiiqrics  events  is 
(^1  to  individuals  dder  than  five  years  old 
who  have  mental  letardatifx)  (h:  cognitive 
ddays.CMdieninaybe^pa]1k;qpatingaxn- 
petitively  at  eight  years  of  age. 

An  important  part  of  the  World  Games 
will  be  the  incorporation  of  Unified  Sports, 
a program  that  combines  an  approximately 
equal  number  of  athletes  with  and  without 
mental  retardation  of  similar  age  and  ability 
on  teams  that  compete  against  other 
Unified  Sports  teams. 

Founded  by  Eunice  Kennedy  Shriver  in 
1968,  ^>ecial  Olympics'  mission  is  to  provide 
year-round  training  and  athletic  competition 
in  Olympic-type  sports  by  providing  partici- 
pants with  “c^portunities  to  develop  fitness, 
demonstrate  courage,  experience  joy  and 
participate  in  the  sharing  of  gifts,  skiUs  and 
friend^p  with  their  families,  other  athletes 
and  the  community." 

Fm:  inote  inf«mation  on  this  event,  ccmtact 
1995  ^ledai  C^ympes  Wotid  Sunmier  Garnes, 
196  Church  St,  16fh  FI,  New  Haven,  CT  06610; 
(203)  498-7773,  (203)  4883618  (fax). 
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Providing  Quality  Services  for  Children  and  Adults 
with  Autism  and  Related  Developmental  Disabilities 


Day  Residential  Farmstead 

Early  mtofvention  Age  22  Ages  6-22  Age  18  Adullhood 


Twelve-Month  Day  Educational  Programming 
Specialized  Community  Residences 
Early  Intervention  and  Home  Training 
Community-Based  Supportive  Employment  and  Vocational  Training 
After- School  Recreational  Programs 

Friendship  Farms;  Adult  Farm  Living  in  the  Heart  of  Cranberry  Country 


League  School  of  Boston,  Inc. 

225  Nevada  Street 
Newtonville.  MA  02160 
(617)  964-3260 

Herman  T.  Fishbem 
Executive  Director 


Accreditation  Massachusetis  Oopi  of  Education.  OMice  lor  Ch'iaien.  Dept  oi  Social 
Services  Dept  of  Mental  Retardation.  Oopt  of  Mental  Health.  NY  Dept  oi  Education 


Circle  #24 


Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the  mentally 
handicapped  child  and  adult.  Opportunity  for  educational  progress 
at  any  age— multiple  recreational  and  social  activities.  A year- 
round  program  with  an  active  and  full  lifestyle  among  friends  on 
a 750-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664/Fax  502-227-3013 
or  write  for  brochure 

THE  STEWART  HOME  SCHOOL 
Box  20,  Frankfort,  KY  40601 

John  P.  StBwartf  M.O.,  Realdent  Physician 
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A SPECk  SERVICE  FOR  ExSpTION^  PARENT  READERS' 

This  Reply  Card  enables  you  to  receive  FREE  inlormation  about  products  and  servees  seen  m 
Exceptional  Parent. 

How  to  use  this  service. 

1 . Locale  the  number  at  the  bottom  o‘  each  ad  or  refer  to  the  Directory  of  Advertisers 

2.  Circle  the  numbers  on  the  Reoly  Card  that  correspond  to  the  companies  or  products  about  vdiich 
\«u  would  like  to  receive  free  literature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the  postage -paKicaK}.  You  v/iH  receive  free 
literature  from  each  company  for  which  you  circled  a number 

4.  if  both  Reply  Cards  have  been  removed  from  this  issue,  just  cM  or  write  to  the  companies  directly 
Be  sure  to  tell  ifiem  you  saw  their  ad  m Exceptional  Parent! 
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A.  Are  you  a subscriber  to  Exceptional  Parern  ^ 

::  Yes  No  (If  no.  please  see  the  subscription  card  m this  issue.) 


Name. 


Facility 


Address 


Free  product  & service  intoriuation  order  card* 

FAX  this  card  to  413-637-4343  lor  quicker  response 

c.  Afe  you  a HEALTH  CARE  PROFESSIONAL  involved  in  the  care  of  children  or  young 
adults  With  d'sabiiFties  oi  special  health  care  needs'^  G Yes  -U  No 
II  Yes  ::  Physician  G RN  G Physical  Therapist 

ci'C-  ;/Ou  a G Occupaliondi  Therapist  [j  Speech  Pathologist.  Audiologist 

■,  Oihef  'please  indicate: 

D.  A^e  YO'.i  an  EDUCATOR  -’  G Yes  G No 

it  Yes  G Special  Ed  Teacher  • □ Regular  Ed  Teacher  □ Admin/Dir. 
a’t;  yOu  a G Other  tpiease  maicatei 


City. 


State. 


.Zip. 


Phone. 


Fax. 


B.  Ae  >o-j  ;ne  f^AREN^  or  MEMBER  OF  PAMtU  o!  a 0^  >Oung  adult  witn  a 

01  ’ -oa'r  care  ' .i:  Yes  G NC' 


E.  Do  vO'j  buy  or  mjiuence  the  purchase  of  pioducts  or  services  for  the  care  or  devel- 
opnxant  o^  children  with  uisabiiities'^  □ Yes  G No 
If  yes.  please  expiair^^ 


F.  Have  you  ever  bought  or  recommended  a product  or  service  you  saw 
adveOised  m Exceptional  ParenP  Yes  □ No 
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Please  answer  the  following  questions. 

A.  Are  you  a subscriber  to  Exceptional  Parent? 

: : Yes  No  (If  no,  please  see  the  subscription  card  in  this  issue.) 


Name 

Facility 

Address  . 

City 

Phone..... 

•I'vIIj 


Free  product  & service  infonnation  order  card* 

FAX  iitis  card  to  413-637-4343  lot  quicker  response 

c.  A;t^  VC'J  a ElEALTH  CARE  PROFESSIONAL  involved  m the  care  of  children  or  young 
aoi/ls  witn  disabilities  of  spec.ai  neaitn  caie  needs'^  G Yes  ^G  No 
1'  H-s.  G Physician  G RN  G Physical  Therapist 

you  :i  L":  Occupational  Ttierapist  -G  Speech  Pathologist,  Audiologist 

L'J  Other  1 please  indicate) 


. State Zip. 


Fax 


1/  • V;-  : ii  ‘h[  I .V/-  . )•{•!■  '1  i ' ''''a 

N.>  OOo 


D.  A'c-  . a-'*  f DUCAl OR?  G Yes  • G No 

I!  Soeciai  Ed  Teacne  • G.  Regulai  Ed  Tuarhor 

iv(:  UK;  u G 0‘J*ei  'p'tase  ind'catej 
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LANDEEZ 

This  all-terrain  wheelchair 
allows  kids  to  go  where  con- 
ventional wheelchairs  cannot. 
With  large  tires,  plastic  rims 
and  a corrosion-resistant 
frame,  this  product  can  handle 
sand,  snow,  gravel  and  grass.  The  frame  assembles 
and  disassembles  without  tools. 

Natural  Access,  Honolulu,  HI  96815 
Circle  # 195 


SIMPLE  SENTENCE 
STRUCTURE 

Children  with  anguage  dis- 
abilities often  need  assistance 
overconung  word  order  prob- 
lems. This  language  interven- 
tion program  is  designed  to 
help  them  master  sentence 
forms  necessary  for  commu- 
nication and  comprehension. 

The  program  includes  speech 
outpmt,  graphics  and  anima- 
tion. For  Apple  He,  Apple 
IIGS,  IBM  and  Macintosh  computers. 

Laureate  Learning  Systems,  Winooski,  VT  05404 
Circle  # 196 


ADJUSTABLE 
POSITIONING  TRAY 

This  height-actjustable  Positioning  'IVay  is  larger  than 

most  in  order  to  accommodate 
extra-large  feeder  seats  and 
wheelchairs.  The  tray  ac^usts 
from  17  to  25  inches  in  height 
and  has  an  inner  width  of  24 
inches  for  added  wheelchair 
accessibility.  An  optional  clear 
tray  is  also  available. 

Trimble  Forms,  Jackson,  MI 
49204-008 

Circle  # 197 


JUPITER  JUMPSUITS 

Infants  and  toddleis  who  require 
gastrostomy  feeding  or  heart 
monitoring  now  have  a unique 
clothing  option:  jumpsuits  with  a 
front  flap  that  doses  with  Velcro 
to  ^ve  easier  access  to  leads 
from  heart  monitors  and  gas- 
trostomy tubes.  These  106-per- 
cent cotton-knit  suits  are 
machine-washable,  available  in  pastel  colois  and  come 
witli  long  or  short  sleeves  and  pants.  Snaps  around  the  legs 
make  changing  diapers  easier. 

Carol  Nesper  Studio,  Cleveland,  OH  44106 
Circle  # 198 


AIR  UFT  CHILD’S  BACKPACK 

These  backpacks  are  designed  to 
encourage  oxygen  dependent  chil- 
dren to  move  around  and  ei\joy 
play  activities.  Backpacks  available 
for  liquid  oxygen  units  and  oxygen 
cylinder  units.  They  are  sized  for 
each  child  and  come  complete 
with  padded  shoulder  straps  and 
ac^justable  waistbands. 

Air  Lift  Unlimited,  Eiveigreen, 

CO  80439 

Circle  # 199 


CLASSROOM 
POSITIONER  CHAIR 

Although  designed  for  use  in  the  class- 
room because  it  acyusts  to  most  desks 
and  tables,  this  seating  system  is  just 
as  adaptable  in  home  settings.  The 
chair  encourages  the  child  to  use  liis  or 
her  equilibrium  while  providing  the 
necessary  external  support  Features 
include  a contoured  seat,  seat  belt, 
upholstered  back  pad  and  laterals  to  fit 
children  up  to  60  inches  tall. 

Prospect  Designs,  New  Hartford,  CT  06057 
Circle  # 200 


The  ABLEDATA  database  of  assistive  technology  and  rehabilitation  equipment  contains  information  on  more  than 
19^000  jyroducts  for  persons  of  alt  ages  who  have  a physicaly  sensory  or  cognitive  disability.  Products  are  chosen  for 
this  page  by  the  ABLEDATA  stc^  based  on  their  specijlc  applicability  to  or  design  for  children  with  disabilities.  The 
circle  numbers  in  eabt^  listing  are  to  be  used  on  ExcemottAL  Parents  ''Free  Product  & Irtfannation  Card,  Readers 
can  drde  a number  on  this  i$$ue*s  card  (page  63)  to  get  more  ipfinmation  on  any  new  product  featured  above. 
Please  allow  three  to  four  weeks  for  delivery  of  the  irtformaiion. 

For  more  ir\formation  on  assistive  deviceSy  or  to  submit  product  information  for  the  database  (and  possible 
indusioft  on  this  page)y  contact  ABLBDATAy  8455  ColesviUe  Rd,y  Ste,  935y  Silver  Springy  MD  209 20-33 19y 
(800)  227-0216  (V/TTY)y  (301)  588f:^(V/TTY)  or  (301)  587-1967 (fax). 
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HEALTH  INSURANCE  TROUBLESHOOTER 


by  Richard  Epstein 

Cutting  Costs 
in  Medicaid 
and  Medicare 

Instead  of  ansu^ering  a reader's  ques- 
tion in  this  issue,  Trovbi^shooter 
columnist  Richaid  Epstein  gives  fiis 
ideas  ofi  how  to  cu:  ^^)sts  in  the 
Medicaid  and  Medicare  programs. 

Under  the  U.S.  health  care  system, 
many  people  rely  on  Medicaid 
and  Medicare  to  meet  the  cost  of  their 
families’  medical  care.  Medicaid  is  the 
only  health  insurance  program  for 
thousands  of  children  with  severe  dis- 
abilities. Medicare  serves  as  tlie  prima- 
ry insurer  for  many  younger  and  older 
adults  who  have  disabilities. 

Generally,  Medicaid  covers  children 
until  they  are  18  years  old;  Medicare  is 
for  people  over  65  or  for  people  who 
have  been  getting  Social  Security  dis- 
ability benelits  for  two  years.  Because 
children,  even  those  with  disabilities, 
do  not  get  Social  Security  disability 
benefits  until  they  turn  18,  a child  usu- 
ally cannot  get  Medicare  coverage 
until  he  or  she  is  20.  However,  children 
with  chronic  renal  disease,  who  need  a 
kidney  transplant  or  dialysis,  are  eligi- 
ble for  Medicare. 

Federal  and  state  legislators  are 
currently  discussing  ways  to  cut  fund- 
ing for  these  programs.  The  desire  to 
balance  the  budget  and  reduce  taxes 
is  understandable.  However,  Medicaid 
and  Medicare  are  vital  programs. 

Ways  to  save 

There  may  be  waj's  to  achieve  sub- 
stantial savings  in  Medicaid  and 
Medicare  without  cutting  essential 
services.  Regulations  that  govern 
these  programs  have  become  so  com- 
plex that  they  may  result  in  unneces- 
sary costs.  Changing  some  rules 
could  result  in  significant  savings. 

! Managed  care 

j Federal  and  some  stat('  governments 
i seem  to  have  concluded  that  money 
I could  be  saved  if  Medicaid  recipients 
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are  encouraged  to  switch  from  tradi- 
tional plans  to  managed  care  pro- 
grams such  as  health  maintenance 
organizations  (HMOs).  However, 
Medicaid  rules  in  some  states  2^pear 
to  discourage  recipients  from  choos- 
ing managed  care  programs. 

When  a child  with  a disability  is 
covered  by  Medicaid  and  a parent’s 
traditional  group  insurance  plan, 
Medicaid  generally  acts  as  the  sec- 
ondary insurer.  This  means  Medicaid 
considers  paying  any  co-pay  amounts 
remaining  after  the  primary  insurer 
has  paid  its  portion  of  the  bill. 
However,  if  the  parent  chooses  an 
HMOs  as  the  child’s  primaiy  insurer, 
Medicaid  rules  in  some  states  c^pear 
to  prohibit  the  payment  of  any  copay- 
ments, even  when  they  are  significantly 
lower  than  they  would  be  if  the  parent 
had  chosen  traditional  insurance. 

The  problem  g^pears  to  be  that 
HMOs  sometimes  require  copayments 
be  made  before  services  have  been  per- 
formed. Technically,  this  does  not  rep- 
resent an  amount  remaining  qftei'  the 
primaiy  insurer’s  payment. 

A great  deal  of  money  could  be 
saved  if  Medicaid  paid  the  co-pay- 
ments  when  a child  is  covered  by  an 
HMO  and  Medicaid. 

Medicare  changes 

Rule  changes  could  also  result  in 
significant  savings.  The  rules  deter- 
mine whether  Medi  Jireoragroup 
insurance  plan  is  the  primaiy  or  sec- 
ondaiy  insurer  are  so  complex  that 
people  sometimes  are  given  the  wrong 
information  about  which  is  primaiy. 

When  that  h^pens,  the  enor  must 
be  corrected  through  a costly 
process.  It  may  require  that  claims  be 
refiled  with  both  Medicare  and  the 
group  insurance  program. 

According  t o a Medicare  representa- 
tive, when  a person  has  a disability,  is 
under  65  years  of  age  and  is  also  cov- 
ered by  a group  insurance  policy  tliat 
lias  more  than  100  members,  Medicare 
is  generally  the  secondary  insurer. 

If  the  group  insurance  policy  has 
fewer  than  100  members,  Medica*‘e  is 
the  primary  insurer,  and  the  group 
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insurer  is  secondary.  However,  there 
are  exceptions  to  these  rules. 
Simplifying  the  rules  would  probably 
be  easier  and  less  costly  than  trying 
to  correct  the  errors  resulting  from 
these  complex  regulations. 

Filing  a claim 

Other  rule  changes  related  to  regula- 
tions dealing  with  enforcement  provi- 
sions, billing,  claim  detenninations  and 
other  areas  may  also  result  in  enor- 
mous savings.  But  perhaps  the  easiest 
way  to  save  significant  money  would 
be  the  implementation  of  a national 
electronic  claim  filing  and  payment  sys- 
tem for  Medicaid,  Medicare  and  private 
insurance  companies. 

The  paperwork  involved  in  filing  a 
claim  is  frustrating  e^qiensive  and 
time-consuming.  With  computerization, 
the  use  of  technologcally-advanced, 
electronic  “smart  cards”  could  com- 
pletely eliminate  this  paperwork. 

Inefficient  situations 

Before  the  government  begins  to  cut 
services,  the  first  step  should  be  to  elim- 
inate the  rules  that  create  inefficient  sit- 
uations. This  might  reduce  expenditures 
so  significantly  that  there  would  be  no 
need  to  cut  services. 

It  is  important  to  write  to  state  and 
federal  legislators  to  demonstrate  the 
importance  of  Medicaid  and  Medicare. 
You  might  suggest  the  s^proaches  dis- 
cussed in  this  column  as  a way  to 
reduce  costs.  EP 
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A Special  Care  Facility 
Exclusively  for  Children 

Ai  V(K)rlices  Pediatric  Facility  we  pnn  ide  coniprchensKe  and  proi»rcssive 
subacute  liealih  care  for  medically  fragile  children  ages  birth  to  21  years, 

Here's  why  ViX)rhees  Pediatric  Facility  is  the  right  cln)ice: 

An  altemati\e  to  acute  care  hospitalization  — with  dramatic 
cost  savings 

Largest  pediatric  ventilator  unit  in  the  country-  (including  pressure  \ents) 
Sti'ong  medical  and  rehabilitative  interdisciplinary’  team  approach 
In-house  devdopmental  pt‘diatrician  and  medical  resident  program 
Hoard  certified  pediatric  pulmonologists 
Affiliated  with  St.  Christopher  s Hospital  tor  Children  and 
Cooper  Hospital’s  Child  De\  elopment  Center 
Res|)ite  care  available  at  our  105-lx?d  facility 
Future  programs  - Pediatric  specialized  medical  day  and  home 
health  care 

Caring  for  children  from  the  Mid-Allantic  states  since  19S2 

V^rhcGS  PedRStTic 

FodlitOfc:^ 

'tt'S 

Carl  I nderland.  Administrator 
H(H  L:iurel  Oak  Road  • Voorhees,  New  Jersey  080  r3-4392 
(G09)  34(y~XW  • FAX  (609)  4^5-422^ 

BriK'hure  or  video  available  upon  request. 

“Accreditation  with  Commendation” 

l«)im  O'lnniisNuin  t>n  Accrccliialiun  ot  IU>spital  Organizations 
Momlx  r National  .A.s.s<h  iation  of  ('hiklrcn  s lUispitals  anti  Related  Institutions 


Circle  #108 


Improves  c(X)rdination, 
postural  control  and 
muscle  tone. 

Provides  independence. 
Secured  in  center  with 
belt  or  seat. 

Trade-in  policy. 

SM.L 

Coverc'^^  by  most 
insurance  companies. 


THE  WATER  WALKER 


* Prone  or  supine  support, 

* Contour  lines  that  allow 
use  of  arms  and  legs. 

* Straps  to  secure  person 
on  float. 

* Pillow  for  head  support. 

* SMX 


AQUATIC  THERAPY  FLOAT 


Contact; 

AQUATIC  THERAPY 

1903  East  B Avenue 
Platnwell,  Ml  49080 
^'^16)  349-9049 

|ERJC  Clrcl««1ia 


_ M| 

Sponsored  by  Children*s>^)iecfe^^ 

MJGUST20-U 
Overnight  Camp  Program 

An  intensive  therapy  camp  for  noo-spcakmg  children  « 
adoiecents  who  use  augmenutlvc  communkatjons 
systems  and  a training  program  for  thetr  parents. 

AGES  7-17  ■'  ■■“Md  AM  -'4  AM 
Jufy  3f«Augutt  4,  Ocaon  County,  Nj 
August  21  •IS,  Union  County,  Nj 
Aufutt2f-Scptember  I,  Union  County,  Nj 

:>A^letlc  training  & recreation  for  junior  athletes  with 
dHabUHies. 

'MKree 

AGES3-4  AUGUST  r*25  7:00onf3pm 

Children  with  attentkm  problems,  learning  d’isaMitles  < .. 

or  speech  language  deficits. 

UHRER  THE  ftHBWIMJk 

AGES  7-11  AUGUST  1-25  T.-00am-3pi#p . 

Children  with  attention  problems,  learning  disabilities 
or  speech  language  dedciti. 

viNk  xwii:ipr*RMiwi*M  «v 

iMk  wimi  T*  scHAmn 


OHILDI^'S®[SPECIALIZED 

HOSPITAL 

150  New  Providence  Road  • Mountainside.  Nl  07092 

Circle  #11 


Finally...Headgear  designed 
just  for  little  kids... 

(...And  now  for  Grown-ups  too!) 

And  the  heidthcare  professionaTs  answer  to  safety. 

^rotectaCap®  is  Plum  Enterprises’  exclusive,  patented 
custom-ftt^ng  protective  headgear  designed  with  ttie 
safety,  comfort  and  self-esteem  of  children  in  mind.  Made 
with  proven  Ensolite*  foam  for  superior  impact-absorbency, 
^rotectaCap  provides  maximum  head  coverage-  with  the 
comfort  and  safety  of  /ess  than  3 ounces  of  weioM! 
Meticulously  hand-stitched  in  a variety  of  wonderful  fabrics, 
ProtectaCap  features  our  exclusive  soft  cottonknit  Velcroedi> 
chin  sb'ap.  And  ProtectaCaps®  are  machine-washable  and 
dryable!  Now  available  in  5 sizes, 
Newborn  thru  Adult,  ProtectaCap  is 
^ ideal  for  post-surgery,  therapeutic 
activities,  neonatal  and  geriatric  care. 

"ProtectaCap  Is  wonderfuir* 

W Jost  Michelsen.  MD 
ProfessorAi^hafrman.  Dapt . Neurosurgery 
Monteftore  Medical  Center.  Bronx.  NY 


Order  Wow 
1-800-321 -PLUM 


Monulaclured  Exclusively  By 


Mtdietld  Approv0d 

WORLOVtfIDE  PATEMTR  PEHDIWQ 


ises,  me 

9 Clysfon  Circle 
PO  Box  283 
Worcester,  PA  19490 
Phone  (610)584-5003 
Fax  UlO)  584-4151 
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Bethphage  Mission 

4980  S.  11 8th  Street 
Omaha,  NE  68137-  2220 
(402)896-3884 
Where  potential  comes  to  life! 
Serving  over  1500  children  and 
adults  with  dev.  disabilities  in 
16  states,  Great  Britain,  Latvia. 
Residential,  vocatbnal,  employ- 
ment. respite,  in-home  support, 
spiritual  development.  Eight 
decad^  of  caring. 

The  Guided  Tour,  inc. 

7900  Old  Yor1<  Rd.,  Suite  #1 1 4-B 
akins  Park,  PA  19027-2339 
(800)  783-5841/ 

Fax  (215)  635-2637 
The  Guided  Tour,  Inc.,  founded  in 
1972,  has  enabled  thousands  of 
men  & women  17  yrs.  & over 
with  developmental  and  physical 
challenges  to  achieve  greater 
independence  through  travel.  For 
info  & free  materials,  call  or  fax. 

Irv  Segal,  DCSW,  LSW-Director 


St.  Vincent’s 

PO.  Box  669 

Santa  Barbara,  CA  93102-0669 
(805)  683-6381 

Therapeutic  home-like  residential 
program  for  D/D  children,  6-21 . 
Teaches  basic  care,  independent 
living,  social  & community  skills. 


CiB/Oak  Hill  Schooi 

120  Holcomb  Street 
Hartford,  CT  061 1 2 
(203)  242-2274 
Oak  Hill  School  has  over  100 
year's  exf:;erience  in  meeting  the 
needs  of  children  with  multiple 
disabilities  and  believes  that 
each  student,  regardless  of  the 
severity  of  his/her  disability, 
can  make  progress.  Our  residen- 
tial education  programs  are  com- 
munity-based and  provide  oppor- 
tunities for  stimulation,  friend- 
ship and  peer  interaction  at 
school  and  home. 


Ralph  J.  Baudhuin  Oral  School 

3375  S.W.  75th  Avenue 
Ft.  Lauderdale,  FL  33314 
(305)  475-7324 
A fiumanistic  learning  environ- 
ment for  children,  birth-8th  grade 


with  communication  disorders. 

Threshold,  Inc. 

PO.  Box  1110 
Goldenrod,  FL  32733 
(407)  671  -7060 


Georgia 


Agape  Village 

371 1 Agape  Village  Rd. 

Macon,  GA  31210 
(912)  471-3700 

Providing  mentally  disabled  with 
50  acre  protected  place  to  live, 
work  in  greenhouses  and  enjoy 
active  life  with  supervisbn. 

Annandale  Village 

3500  Annandale  Lane 
Suwanee,  GA  301 74 
(404)  945-8381 

Private,  nonprofit  community  for 
adults  with  developmental  disabil- 
ities. Full  residential,  day,  and 
evening  programs  and  services 
promote  well-balanced  lifestyles 
which  include  a broad  range  of 
activities.  Located  on  1 25  wood- 
ed acres  near  Atlanta. 

See  ad  on  page  77 


Illinois 


Allendale  School 

PO  Box  1088 
Lake  Villa,  IL  60046 
(708)  356-3334 
Allendale  School  is  a special 
education  program  providing 
comprehensive  services  to 
youths  with  emotional/behav- 
ioral disabilities. 


Kansas 


Heaitspring 

2400  Jardine  Drive 
Wichita,  KS  67219-4699 
(316)262-8271 
Heartspring  serves  students 
ages  five  through  21  who  have 
multiple  disabilities  and  commu- 
nication disorders.  We  serve  res- 
idential school  and  day-only  stu- 
dents. Outpatient  assessments, 
short-term  treatment  programs, 
and  hearing  center  services  are 
also  offered. 

See  ad  on  page  6,  Cinde  d6 


Ktjntucky 


The  Stewart  Home  School 

Box  20 

Frankfort  KY  40601 
(502)  875-4664 


Progressive  education,  home 
environment  for  mentally  handi- 
capped children  and  adults. 
Multiple  recreation  and  activities. 
Year  round  program.  Est.  1893. 
Call  or  write  for  brochure. 

See  ad  on  page  66 


The  Harbour  Schooi 

1277  Green  Holly  Drive 
/Vnnapolis,  MD  21401 
(410)974-4248 

Serves  LD  & multi-handicapped 
children  ages  5 through  21 . 
Services  include  counseling,  OT. 
job  training  & a HS  diploma. 


Mas^chusetts 


Cotting  School 

453  Concord  Avenue 
Lexington,  MA  02173 
(617)862-7323 

Cotting  School  welcomes  boys  & 
girls  ages  3-22  with  physical, 
medical,  learning  & communica- 
tion disabilities.  We  offer  individu- 
alized academic,  pre-vocational 
and  social  experiences  to  build 
confidence  & enhance  students' 
self  esteem. 

Seeadon£^e57 

The  Ivy  Street  School 

200  Ivy  Street 
Brookline,  MA02146 
(617)  73^7^^ 

Latham  Schooi;  R.R.C.I. 

PO.  Box  1879 
1646  Main  Street 
Brewster,  MA  02631 
(508)  896-5755 
Special  education  / residential 
facility  for  girls  ages  8-22  v/ith 
mild  dev.  delays  and  ED/  BD 
Contact:  Shirtey  Landers-Pfautz 

Berkshire  Meadows 

249  N.  Plain  Road 
Housatonic,  MA01236 
(413)528-2523 

For  children  and  adults  who  have 
severe  neurodevelopmental 
disabilities  and  complex  medical 
problems.  Private,  non-profit 
residential  setting  In  the 
Eierkshires,offering  a comprehen- 
sive approach  to  each  individual's 
well-being  with  integrated  educa- 
tional, medical  and  rehabilitative 
services. 

See  ad  on  page  28 

League  School  of  Boston 

225  Nevada  Street 
Newtonville,  MA02160 
(617)  964-3260 


The  Learning  Center 

41 1 Waverley  Oaks  Road 
Waltham,  MA02154 
(617)893-6000 
Children  and  young  adults  with 
MR,  autism,  communication  dis- 
orders, challenging  behaviors, 
developmental  disabilities.  12  rm. 
day/residential. 

See  ad  on  page  77 

The  New  England  Center 
for  Autism 

33  Turnpike  Road 
Southboro,  MA01772 
(508)481-1015 

Day/nesidential  school  for  children 
with  develop,  disabilities,  behavior 
disorders  age  3-22.  Integrated 
preschcnl,  inclusion  services,  staff 
intensive  program.,  functional 
activity  based  curriculum.,  sup- 
ported employment  in  modern 
school  and  group  homes. 

New  England  Villages,  inc. 

664  School  Street 
Pembroke,  MA  02359 
(617)  293-5461 

Exceptional  private  community  for 
MR  adults  offering  a range  of  res- 
idential options,  vocatior^,  recre- 
ation and  social  opportunities. 

See  ad  on  page  59 

St  Coletta’s  of  Massachusetts 
Cardinal  Cushing  Schooi  and 
Training  Center 

400  Washington  Street 
Hanover,  MA  02339 
(617)826-6371 

See  ad  on  page  81 


New  Jersey 


Githens  Center 

40  Cedar  Street 
Mount  Holly,  NJ  08060 
(609)261-1667 
Providing  a school;  DT,  PT,  ST, 
day  care;  respite;  medical  ser- 
vices; adult  activities  and  family 
support  for  Individuals  with  physi- 
cal and  other  debilities. 

LARC  School 

Creek  Rd.  & Park  Dr. 

Eiellmawr,  NJ  08031 
(609)933-3725 

Sen/lng  developmentally  delayed 
multiply  handicapped  students  5 
to  21  with  educational,  therapeu- 
tic and  recreational  services. 

Matheny  School  and  Hospital 

Main  Street 
Peapack,  NJ  07977 
(908)  234-001 1 
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A residentia]  and  day  facility  for 
young  people  with  severe  physi- 
cal disabilities  (ages  3-21)  Also 
adult  services  and  respite  care. 


New  Hampshire ' 


Crotched  Mountain 
Rehabilitation  Center,  inc. 

1 Vemey  Drive 
Greenfield,  NH  03047 
(603)647-3311,  ext.  235 
A comprehensive  preparatory 
school  and  rehabilitation  center 
providing  the  best  in  education,  a 
guided  return  to  the  community, 
access  to  canmunity  housing, 
education,  and  support  services 
for  lifelong  planning. 
Seeadonpage  13 


New  York 


Pathfinder  Village 

for  Down  Syndrome 
Edmeston,  NY  13335 
(607)  965-8377  

Conductive  Education  Center 
of  Long  island 

91  N.  Bayview  Ave. 

Long  Beach,  NY  1 1 520 
(516)  377-0591 


Ohio  / 


Camp  Nuhop 

404  Hillcrest  Drive 
Ashland,  OH  44805 
(419)  289-2227 

Summer  residential  camp  which 
serves  LD/BD-ADD  children. 
Beven  programs  are  offered 
according  to  age  and  ability. 
Founded  in  1974. 


Pennsylvania 


CamphiCi  Special  School 

1784  FairviewRd., 

Glennnoore,  PA  19343 
610/469-9236; 

FAX  61 0/469-9758 
Children’s  Village.  DD,  resident- 
ial/day  programs,  extensive  ther- 
apies. Waldorf-based  curricu- 
lum.focus  on  arts/festivals. 
School  year/summer  camp, 
pool,  equestrian  therapy. 
Students  share  homes  with 
curative  educators  & staff  chil- 
dren. On-campus  medical  staff 
& Facility^  IMAGINE  THE  BEST! 

H.M.S.  School 
for  Children  with  CP 

4400  Baltimore  Avenue 
Philadelphia,  PA  19104 


(215)222-2566 

See  ad  on  page  78 

Keystone  City  Residence 

406  N.  Washington  Ave. 

Saanton,  PA  18503 
(71 7)  346-7561  /(800)  747-4988 
Key^one  Camp  in  Pocono  Mtns. 
for  persons  with  developmental 
disabilities.  31st  year.  Special- 
izing in  recreation,  cultural  & 
performing  arts,  sports  services 
for  Prader  Willi  Clients.  Well 
trained  exp'd.  staff.  ACA  acc- 
redited, sessions  from  2 weeks. 
See  ad  on  page  78 

Lee  Mar  Summer  Camp  & School 

360  E.  72nd  St.  Ste.  A-71 1 
NY,  NY  10021 
(800)  8LEEMAR/ 

Fax  (215)  635-2637 
43rd  year  of  camp  leadership  in 
beautiful  Pocono  Mtns.  Co-ed  5- 
21yrs.  Balanced  program  geared 
toindividual  needs  of  campers. 
Aca-demics,  speech  & language, 
socialmotor  & perc^tual  training 
& innovative  recreational  & athletic 
activities. 

Contact  Ms.  Lee  Morrone. 

See  ad  on  page  77 

Martha  Lloyd 
Community  Services 

190  West  Main  Street 
Troy.  PA  16947 
(717)297-2185 

Superior  quality  community  living 
opfX)rtunities  for  men  arxj  women 
with  nnental  retardation,  life  skills; 
vocational  programs;  job  opportu- 
nities; easy  access  to  community 
resources;  experienced,  caring 
staff;  excellent  health  care;  annual 
fees  armong  nation's  lowest. 

See  ad  on  page  56 

Meimark 

Wayland  Road 
Berwyn,  PA  19312 
(610)353-1726 

A unique  community  of  alterna- 
tives near  Valley  Forge,  Pa. 
ChildrerVadolescents/  adults 
receive  special  ed/adult  day  pro- 
grams/ OT/  FT/  speech-lan- 
guage/aquatic/pet/  music  thera- 
py/horsemanship. Self-help/  safe- 
ty skills  and  community  involve- 
ment promote  a nnore  indepen- 
dent life  style. 

See  a d on  page  44 

The  Daveraux  Foundation 

(800)345-1292.  Ext.  3045 
(610)  964-3045  fax 
(610)971-4600 


Residential,  day  and  community- 
based  treatment  centers  nation- 
'/vide.  Comprehensive  services  to 
individuals  of  ali  ages  who  have 
emotional  disturbances,  develop- 
mental disabilities,  mental  retarda- 
tion, dual  diagnosis,  autism,  and 
post-head  trauma. 

See  ad  on  page  21 

The  Pathway  School 

1 62  Egypt  Road 
Norristown,  PA  19403 
(610)277-0660/ 

Fax  (610)  539-1973 
Exertional  Children  5-21 
Structured  program:  LD;  Nl;  ADD; 
TBI;  PDD;  mild  to  moderate 
social  and  behavbral  disorders. 


Woods  Services 

RT.  213,  Langhome.  PA 
(215)  750-4231 

Woods  services,  founded  as  the 
Woods  School  in  1913  provides 
specialized  residential, 
educational  and  therapeutic 
services  to  children,  adolescents 
and  adults  with  developmental 
disabilities,  emotional  disorders, 
physical  and  sensoral  handicaps 
and  challenging  behaviors. 


Children’s  Care  Hospital  & School 

2501  West  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840/800-584-9294 
Private,  nonprofit  facility  with  out- 
reach, outpatient,  day  school, 
and  residential  services  for  chil- 
dren with  disabilities.  Multi-disci- 
plinary teams  provide  individual- 
ized,family-centered  services. 
Pediatric  rehabilitation  program 
now  offered. 


' Tennessee 


Tho  King’s  Daughters’  School 

Columbia,  Tennessee  38401 
Ages  Seven-Adult 
(61§_^-:^1^0 

Tail  Pine  Camp 

114  Tall  Pine  Circle 
Tellico  Plains,  TN  37385 
(61 5)  261  -2329/(61 5)  261  -21 38 
A special  place  fa  special  needs 
campers.  A co-ed,  6-week  resi- 
dential camp  for  learning  disabled 
& mild  MR.  Prof,  staff  & nurse.  2. 
3.  6 -week  sessions.  TraditKXial 
camp  activities,  equestrian  and 
computer  programs.  26th  year  in 


O 
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BROCHURE 


Willow  River  Farms 

PC  Box  450, 

San  Felipe,  TX  77473 
(713)  525-8482 

Organic  farming  & artisan  com- 
munity meeting  the  special  needs 
of  adult  men  & women  with  men- 
tal retardation.  Beautiful  rural 
atmosphere. 

See  ad  on  page  59 


West  Virginia 


CONCORD  • Residential  & Training 
Center  and  School 

PO  Box  39 

Yellow  Spring,  WV  26865 
(800)344-6817: 

Fax  (304)  856-3768 
Comprehensive  service  for  youths 
and  ^ults  with  mental  retardation 
and  dual  diagnos^-noncompli- 
ance  aggression,  pedophilia,  fire- 
setting. etc.  Group  home  living 
on  campus  and  in  community. 
Strong  Behavia  management. 


Wisconsin 


Chiieda  Habiiitation  institute 

1020  Mississippi  Street 
La  Crosse.  Wl  54601 
(608)  782-6480 
Fax  (608)  782-6481 
Residential  treatment  for  youths 
with  severe  mental  & physical  dis- 
abilities, closed  head  injuries  & 
challenging  behaviors. 

See  ad  on  page  77 


Exceptional  Parent’s 

1995 

RESOURCE 

GUIDE 


Sold  srjxiratelp  for  $9.95 

CaU  800-636-1910 
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Alabama 


Premitr  Vans 

2652  Gov’t  Blvd. 

Mobile,  AL  36606 
(800)725-6782,  471-4554 
The  only  lull  svc.  custonn  stpp  in 
this  area  of  our  kind.  Adaptive 
equip,  of  all  t^'pes.  Local 
ovwied.Merriber-NMEDA-QAR 
ADED-BBB.  Ins’d 


Arizona 


Handicap  Vehicle  Speclailsts  Inc. 

3306  E.  Washington  #106 
Phoenix,  AZ  85034-1624 
(602)  275-3325  _ 

California 


All-Pro  Mobility 

11 56  Hillside  Blvd. 

Colma,  CA94014 
(415)756-9802  

Driving  Specialties,  LTD. 

21 5 Commercial  St. 

Vallejo,  CA  94589 
(707)  553-1515 

Acc^ible  tnansoortation  equip. 
All  major  brands  of  wheelchair 
lifts,  hand  controls,  tie  downs  and 
floor  drop,  raised  roof/doors. 
NMEDA  member-  four  locations. 

Mobile  Help 

735  W.  Rialto  Ave. 

Rialto,  CA92v376 
(909)  820-1200 
5 star  charter  member  of 
NMEDA-We  do  it  all-dealers  for 
Braun,  Bruno,  Crow  River, 
Handicaps,  IMS  Mini  Van,  Mobile 
Tech,  Ricon,  MPS  & Scooters. 


Connecticut 


New  England  Wheels  West,  Inc. 

1 5F  Internationa!  Drive 
East  Granby,  CT  06026 
(203)  653-8064 
Custom  builders  for  physically 
challenged  drivers.  Large  inven- 
tory of  new  transporters  for 
ambulette  and  school,  institution 
and  transportation.  Call  to  see 
demonstrator.  NMEDA  member. 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Oow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  tfie  disabled  communi- 
ty. Please  call  for  more  informa- 
tion. NMEDA  member. 

Florida 

BAR  Mobility  Services,  Inc. 

914  E.  Skagway  Ave. 

Tampa,  FL  33604 


(813)933-5452 
Complete  mobility  equipment 
dealer.  NMEDA  Quality 
Assurance  Program.  Charter 
member  with  5 star  ratirrg.  Call 
for  information. 

G.E.H.,  Inc. 

4457  63  Cir  N 
Rnellas  Park,  FL  34665 
(813)  522-0364 
NMEDA  Member 

Freedom  Vans  Inc. 

1717  N.E.  32nd  Ave. 

Ocala,  FL  34470 
(904)  622-9133 

Complete  line  of  Van  Conversion 
for  the  disabled  including  w/c 
lifts,  handcontrols,  raised  tops, 
□ra 

Ocean  Conversions  & Mobill^,  Inc. 

Pompano  Beach,  FL 
(800)464-8458 
Helping  you  meet  your  mobility 
needs.  Total  vehicle  conversions. 
Certified  sales  and  service  for 
wheelchair  lifts  and  driving 
aids.  Featuring  IMS  “World’s 
Most  Handicapped  Accessible 
Mini  Van”  Member  NMEDA 

Originator  Corporation 

832  NW  1st  Street 

Ft.  Lauderdale,  FL  3331 1 

(305)463-7231 

Sales  & service  of  all  types  of 

equipment.  Ricon,  Crow  River, 

Braun,  Bruno,  EMC,  MPS. 

Manufacture  of  Rotary  lifts.  Full 

machine  shop. 

Parkwood  Mobility  Equipment 

7920  Congress  St. 

Port  Richey,  FL  34668 
(800)  252  3054 

Top  quality  van-auto  conversions 
all  type  lifts  - fall  size  & mini 
custom  driving  systems  - mobility 
programs  accepted  - NMEDA 
member  ^custom  seating  special- 
ists* Rehab  consultants  - NRRTS 
member 


Illinois 


Access  Lift 

1565  Rockland  Road 
Uke  Bluff,  IL  60044 
(708)  680-3064 

Wheelchair  lifts,  scooter  lifts,  hand 
controls,  hiquads.  sales,  service, 
Braun,  Crow  Rh/er,  Ricon,  IMS, 
MemberJ^MEDA 

C A C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMDEA  member. 

Georgia 

yuan  Country  Customs 

6922  Hardup  Road 
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Alban-/,  GA  31 707 
(912)  432-7258 

Wheelchair  lifts,  scooter  lifts,  hand 
controls  - Sales,  Service.  Braun, 
Crow  River,  Mobil  Tech,  Bruno 
MPS,  MPD.  Member  NMEDA. 

Indiana 


C A C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversioris, 
raised  roof  & doors,  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMDEA  member. 

Forward  Motions 

214  Valley  Street,  Dayton,  OH 
45404 

(513)  222-5XM 

Full-size/Mini  Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip, 
NMEDA  member.  Owned  by 
person  with  disability. 

Kentucky 

C AC  Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts  & 
tie-downs  installed  by  certified 
teclinicians.  NMDEiA  member. 

Forward  Motions 

214  Valley  Street,  Dayton, 

OH  45404 
(513)  222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 

W-l^te  Mobility  !nc. 

940  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
NewAJsed  handicapped  vans 
Immediate  delK^ery 
available.Trade-ins  welcomed. 
NMEDA  member. 


Massachusetts 


Handicap  Mobility  Inc. 

81  Pond  St. 

Norfolk,  MA  02056 
(508)384-1220 

The  premier  full  service  adaptive 
equipment  center  in  N.E.  Raised 
Roofs,  Lowered  Floors,  Van 
Conversions,  Loaders  & Lifters. 

New  Jersey 

Areola  Mobility 

51  Karo  Road 

Caristadt,  NJ  07072 

(201)507-8500/ 

(800)ARCOLA-1 

New-Used-Tiacis-Lease-Buy. 

F1.1II  sized,  mini,  rear  and  side 

entry.  We  cany  products  from 


: .V  .•  . ' - i • • 


the  fdbwing  manufacturers: 

Braun,  KneeKar,  Vantage,  Ricon, 
and  Rck-A-Ufl.  If  we  don’t  have 
it,  we’ll  find  it!  Rnancing  Is  avail- 
able. NMEDA  Member.  Please 
call  for  more  info. 

Causaway  Ford  Lincoln,  Mercury, 
Jeep,  Eagle,  Inc. 

Rajte  72  East 
Manahawkin,  hJJ  08050 
(800)  424-3875  Ext.  50 
One-Stop  nrx)billty  specializing  in 
new'-used  conv.  vans.  We  stock 
IMS,  Minivans,  Dist.  of  Major 
&:iulpment  Products,  IMS,  EZ- 
lock,  EMC  touch  pad  systems, 
Braun,  Bruno  & Ricon  NMEDA 
member- NJ  state  and  VA  cert. 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
top^doors,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  RK/er  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  communi- 
ty. Please  call  for  more  informa- 
tion.  NMEDA  member. 

Monmouth  Vans, 

Access  A Mobility 

5105  Route  33^ 

Farmingdaie,  NJ  07727 
1-800-221-0034 
Car  & van  rrxxf  ificatioris/driver 
or  transport.  M^  Manufacturers: 
Braun,  Crow  RhJer,  Mobile  Tech,  & 
Ricon  Lifts;  Raise  top/lower  floa 
—Sales— Service— Rentals— 
NMBDA-Quality  Assurance 
Program  Member.  Plus:— BUILD- 
ING ACCESSIBILfTY  Power 
Aa:ess  Door  Operiers,  Stair  Lifts, 
Elevators  & Vertical  Lifts 


Missouri 


GAREMED  Rehab  Technologies 

5702  Hwy  49 
Hattiesburg,  MS  39401 
(800)  434-3903 
Complete  adaptive  equipment 
dealer.  Auth.  Braun,  Crow  River, 
Mobittech,  EZ-Lock,  EMC,  MPS, 
MPD,  Bruno  Dealer,  installer  & 
service  center' 

New  Mexico 

New  Horizon  Vans,  Inc. 

3717HighStrT3et,  NE 
Albuquerque,  NM  87107 
(505)  343-9194 


New  York  State 

Areola  Mobility 

51  Karo  Road 

Caristadt,  NJ  07072 

(201)507-8500/ 

(800)ARCOLA-1 

New-Used-Trade-Lease-E|uy. 

Full  sized,  mini,  rear  and  side 


entry.  We  cany  products  from 
the  following  manufacturers: 

Braun,  KneeKar,  Vantage,  Ricon, 
and  Pick-A-Uft.  If  we  don’t  have 
it,  we’ll  find  it!  Financing  is  avail- 
able. NMEDA  Member.  Please 
call  for  more  info. 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  communi- 
ty. Please  call  fa  more  informa- 
tion.  NMEDA  member. 

J.  Bussanl,  Inc. 

34  Bedell  St. 

Freeport,  NY  11520 
(516)  223-6080 
Full  Size-Mini  Van  modifications 
wheelchair  & scooter  lifts,  com- 
plete driving  systems,  distributors 
for  Braun,  Rkxrn,  Crow  River, 
IMS,  EZ  Lock-EMC.  NMEDA 
Quality  Assurance  Program. 
Factory  rebate  programs.  20 
years  of  sen/ice.  Rease  call  for 
info  and  demos. 


North  Carolina 


Van  Products  Inc. 

100  Glenwood  Ave. 
Raleigh.  NC  27603 
(800)  662-7572 

Ohio 


C & C ForcHIMarcury 

5th  & Monroe  Streets 
Sturgis.  KY  42459 
(800)332-6696 
New/used  van  conversions, 
raised  roof  & doers,  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMDEA  member. 

New  Era  Transportation 

810  Moe  Drive 
Akron,  OH  44310 
(800)  NET-VANS 

New  and  used  adapted  vans  and 
a full  line  of  adaptive  equipment. 
Delivery  arrcl  financing  available. 
Call  us  for  personalized  service. 

Forward  Motions 

214  Vblley  Street 
Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mini-Van  rrod’ifications, 
new/used  lifts,  drop  floa,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by  per- 
son with  disability. 


I^t-State  Mobility  inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohb  44707 
1-800-343-3150 
New.4Jsed  handicapp^  vans 
Immediate  delivery  available. 
Trade-ins  welconmed. 

NMEDA  member. 


Pennsylvania 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doas,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  communi- 
ty. Please  call  for  more  informa- 
tion.  NMEDA  member. 

Tlrl-State  Mobility  Inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohb  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 


Tennessee 


C & C Ford-Morcury 

5th  & Monroe  Streets 


Sturgis.  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMDEA  member. 

World  of  Indepoiidence 

6700  Asheville  Hwy. 

Knoxville.  TN  37924 

(61 5)  546-3477  

Texas 


LIft-Aidd,  Inc. 

2381  Pecan  Ct. 

Fort  Worth.  TX  761 17 
(81 7)  834-3881/(800)  351  -UFT 
Mobility  Specialist  for  physical- 
ly challenged  since  1968.  Largest 
>^eelchair  lift  Installer  in  Ft. 

Worth  metro  area.  Authorized 
deaier/installer  for  Crow  River, 
Ricon,  Braun,  Handicaps,  MPS/ 
MPD.  Drop  floor  mini  vans.  5 Star 
NMEDA  QUAUIA'  ASSURANCE 
DEALER. 


West  Virginia 

^i-State  Mobility  IncT 

940  Clevelarid  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 


MEMBER 


Look  For  INsSpbol 
^ H?s  Your  Guarantee  of  Quality 


It  means  your  adaptive  equipment  dealer  is  a member  of  NMEDA  - the  National  Mobility 
Equipment  Dealers  Association  - and  that  he  makes  a special  effort  to  assure  customer 
Safety,  Comfort,  and  Convenience! 


• NMEDA  members  are  professional  factory-trained  and  certified. 

• NMEDA  dealers  use  only  the  proper  tools  and  best  materials,  and  emptay  certified  technicians  and  welders, 
because  the  safety  and  welfare  of  their  customers  - and  everyone  on  the  road  - is  their  first  priority. 

• A NMEDA  customer  knows  the  work  on  his  vehicle  has  been  professionally  completed  by  a dedicated, 
caring  and  responsible  dealer  worthy  of  the  customer’s  trust. 

Call  our  toll-free  National  Hotline  for  the  location  of  the  NMEDA  dealer  nearest  you; 

1-800-833-0427 


o . 
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National  Mobility  Equipment  Dealers  Association 

909  East  Skagway  Ave.  • Tampa,  FL  33607  • 1-813-932-8566 

, . _ ^ APRIL  1996  / EXCEPTIONS  PARENT  * 75 

364  


Marketplace 


Ross’  Bibs->Raco,  Inc. 

PO  Box  5642,  Asheville. 
NC28813 
Call  (704)  274-0075 
Bibs  are  made  of  machine  wash- 
able, heavy  duty  vinyl.  Large  child 
size  is  $13.95;  small  adult  size  is 
$15.95;  plus  ^.00  shipping.  Call 
for  more  information. 


Bicycle  Ttailer 


Blue  Sky  Cycle  Carts 

RO  Box  5788 
Bend  OR  97708 
(503)383-7109 

Enjoy  cycling  with  the  Vvrfiole  fam- 
ily. We  offer  customized  bicycle 
trailers  adapted  to  camy  children 
& adults  with  special  needs. 


‘ Catalog 


Learning  disAbiiitles  Resources 

P.O.Box  716 
Bryn  Mawr,  PA  19010 
FREE  CATALOG  of  Alternative 
Instructbnal  Materials  fa  L.D. 
1-800-869-8336 


Paynter  Educatioiial  Partners 

P.O.  Box  42829-1001 
Houston.  TX  77242-2829 
(713)  568-7954 

Call  for  FREE  Guide  for  parents  & 
FREE  20  minute  consultation  for 
education/social  skill  problems  or 
write  for  FREE  copy  of  Guide. 


Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Rease  call  for 
more  information. 


New  York 

DowcS  Medical 

1010  Main  Street 
Buff^.  NY  14202 
(716)  883-8188 

Dowd  has  been  serving  the  area 
since  1 930.  For  personal  service 
and  quality  equipment  call  Dowd. 


Free  Catalogs  . 


Consuuiar  Care  Products,  Inc. 

P.O.  Box  684 

Sheboygan,  Wl  5.3082-0684 
(414)  459-8353 


Incontinence 


Access  Helical  Supply 

2006  Crown  Raza  Drive 
Columbus,  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs 
(96),  Free  Delivery.  Also — 
Depend,  Serenity,  other  items. 
Manufacturer’s  coupons  accept- 
Catalog!  _ 

Ouraline  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45856 
800-654-3376 

Call  DMP  fa  all  your  incontinent 
needs  such  as  briefs,  pants, 
pads  and  liners,  as  well  as  skin 
care  products. 

C^Hpr  FREEj^t^ 

H.D.LS. 

1215  Dielmanjndustrial  Court 
Olivette,  MO  631 32 
(800)  538-1036 
See  pur  adjn  jtiis  issue^ 

Summers  Laboratories,  Inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 


Incontinence  • Urological  • Ostomy 
• Skin  Care  • Wound  Care . 


Triple  Paste^^  fa 
diapa  rash  and 
chronic  irritation. 
Used  at  leading 
children’s  hospi- 
tals. Available 
without  prescrip- 
tion. Call  now  for 
free  treatment 
information. 


JMonitoring. 

Systems 


Care  Electronics 

5741  Arapahoe 
Rd.,  Suite  2A 
Boukter,  CO  80303 
(303)  444-CARE 
(2273) 

WanderOARE 
Systems  notify  caregivers 
when  their  wanderer  leaves 
home.  Locate  them  up  to 
ONE  MILE  away.  FREE 
catalog! 


OKS,  Inc. 

1 703  Woodway 
Twin  Lakes,  OH  44240 
(216)678-2814; 

Fax  (216)  672-4101 
Educating  special  learners 
(IBM) 

23  modules  with  100’s  of 
teachingtips  and  information 
about  children  with  disabilities. 
$99.50  ppd.3Q  day  full  refund. 


50  page  catalog  featuring 
the  latest  information  and  products. 

• Competitive  prices 
•Helpful  Customer  Service 

Call  800-228-3643 

Today  for  a free  catalog! 


(Mon. -Fri.  8 AM  to  5 PM  Pacific  Time) 


traMEDICAL 


107(  of  pretax  profits  go  to  medical  research 


Free  Brochure 


H IVfcdical 

n ^ 

y f {Research 

Suite  135;  4706  N.  Midkiff  #30 
Midland.  TX  79705  (800)551-9040 

By  searching  the  professional 
medical  literature,  we  can  help 
you  obtain  the  latest  infor- 
mation on  any  medical  condition. 
Free  Brochure  call  Toll  Free  24  hrs. 


Specific  to  Your  . Conditfon  . 
Current  to  the  LatesTResearch  ’ \ 

MEDiCAL  INFORMATION  I 


UCLA  Microcomputer  Projoct 

1 000  Veteran  Avenue/ 

Rm  23-10 

Los  Angeles.  CA  90024 
(310)  825-4821 

Catalog  of  dev.  appropriate  software 
fa  children  w/disab.  18  mths-5  yrs. 
Apple.  Mac,  IBM,  cause/effecl.  game 
format,  basic  preschool  concepts 


HOME  TUTOR  VIDEOS 

teach  phonics  skills  In  the  com- 
fort and  security  of  your  home. 
K-2nd  grade  level,  5 tapes. 
Perfect  fa  SLD,  Homebound, 
others.  Satisfaction  Guaranteed, 
30  day  trial.  $99.95  Special. 
Leave  message:  (800)  741-0226 


Cribs  & Voutb 
Beds 


HARD  Maniifacturing 

230  Grider  Street 
Buffab,  NY  14215 
(800)  USE-HARD 
The  # 1 mfg.  sets  the  standard  fa 
safety  in  the  hospitals.  216  color- 
ful nxxJels  available.  HARD  will 
adapt  products  to  meet  your 
special  requirement. 


Equipment  Dealers 


Massachusetts 

AUantlc  Rahab.,  Inc. 

81  RumfondAve. 

Waltham,  MA  02254-9055 
(617)894-0069 


ERIC 


BOOKS,  AUDIO/VIDEO  & EDUCATIONAL  MATERIAL 


> Free  Catalogs 


Ttirtle  Books 

Approved  by  the 
American  Academy  of 
Pediatrics.  These  upbeat 
stories  with  warm,  cobrful 
illustrations  address  real 
Issues  found  in  the  lives 
of  real  children  with  dis- 
abilities. Provide  a bridge 
of  understanding  fa  your 
children  with  disabilities, 
siblings  & friends.  FREE 
Brochure.  Jason  and 
Nordb  Publishers. 

PO  Box  441. 
Hdlidaysburg.  PA  16648. 
FAX  (814)  696-4250 


Free— Tfio  NEW  Special 
Needs  Project  Book 
Catalog 

The  best  books  from  aH 
publishers  about  disabifities. 
Conripreherisive  resarrces 
fa  parents,  children  & pro- 
fessionals. Special  Needs 
Project  3463  State  Street, 
Santa  Barbara,  CA  93105, 
(800)  333-6867. 
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Free— The  1995 
Woodbine 

House/Speclal-Needs 

Collection, 

a catabg  of  excellent 
books  fa  parents,  chil- 
dren, and  professionals 
on  autism,  CR  Down 
syrbrome,  Tourette  syn- 
drome, mental  retarda- 
tion, visual  impairmenl, 
physical  disabilities,  spe- 
cial education,  and  nxrre. 
Woodbine  House, 

6510  Bells  Mill  Road, 
Bethesda,  MD20817. 
(800)  843-7323. 
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Educatiqti 

Resources 


INCLUSIVE  EDUCATION 
RESOURCES 

A series  of  practical 
resource  materials  and 
tip  sheets  for  parents 
and  professionals  on 
ifxiustve  education  for 
pre-K-1 . Fa  free  publi- 
cation list  send  to 
WE  ALL  BELONG, 

4 Demar  Road 
Lexington,  MA  02173 


Private.  501(c)(3) 
Nonprofit  Community 


“THEIR  COMMUNrrY...WrrH  OUR 
HELP”  Residential,  day,  and  evening 
programs  and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Actmties 

• 125-Acre  Wooded  Environment 

Ainnandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwaiiee,  GA  30174 
(404)  945-8381 


“MAXIMIZING  INDIVIDUAX 
POTEOTIAJL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles.west  of  Boston. 

Contact:  Aoi.iissions  Director 
The  Learning  Center 
411  Waveriey  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


■ The  : - 
ArborWay' 
Sdicx)!  - 


THE  ARBORWAY  SCHOOL 

A 24  hour  learning  experience  which 
provides  individualized  services  for 
multihandicapped  students. 

• 1:2  staff  to  student  ratio 

• clinical  consultants  on  staff 

• recreational  and  leisure  activities 

• vocational  training  & on-site  work 

• 12  month  program 

• ages  6 throu^  22 

Contact:  Carolyn  MacRae, 
Executive  Director 
ArborWay  School 
147  South  Huntington  Avenue 
Boston,  MA  02130 
(617)  232-1710 


A point  of  light 


CHILEDA  HABIUTATION  INSTI- 
TUTE Educators  for  youths  with 
developmental  disalrilities.  Residential 
treatment  center  provides  complete 
training  & intensive  therapy  for  chil- 
dren with  severe  mental  & physical 
disabilities,  ckxsed  hc“ad  injuries  & 
challenging  Ixdiaviors.  Estab.  1973. 

• Intensive 

• Progre.ssi\’e 

• Sirecialized 

Chileda  Habilitation  Institute 

1020  Mi.s.sissippi  Street 
Lacrosse.  W1  S4601 
(608)782-(r480  / (608)782-6481  (fax) 


34th  Year 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 

A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

2,  4,  8 wk.  sessions.  Highly  qualified 
staff.  34th  year.  Free  brochure. 

Contact:  Bruria  K.  Falik,  Ph.D. 

Camp  Huntington 

56  Bruceville  Road 

High  Falls,  NY  12440 

(914)  687-7840/(914)  6794903  winter 


ERIC 


LEE  MAR  SUMMER  CAMP  AND  SCHOOL 

For  Children  and  Young  Adults  with  Learning 
and  Developmental  Challenges 

43rd  year  of  camp  leadership  in  beautiful  Pocono  Mtns.  of 
PA  Co-ed  5-21,  with  balanced  program  geared  to  individual 
needs  of  campers.  Academic,  speech  & laiigiiagc  therapy, 
social,  motor  & perceptual  training,  daily  living  skills,  plus 
iniKwalive  recreational  & athletic  activities.  Call  or  write  for 
FREE  BROCHURE  describing  unique  program  acclaiuu'd 
by  parents  and  eilucators. 

Mr.  Ariel  ,1.  Si'gal,  MSW,  LSW  • Ms.  Lee  Morrone,  M.A.,  M.S. 
Contact:  D'e  Morrone  • 360  E.  72nd  St.,  Ste.  A-71 1 
NY,  N\’  10021 

1-800-8-LEEMAR  • FAX  (215)  379-03^ 

>■  > k . 


Camp  Matz  — Watertown,  WI. 

Accepts  any  individuals,  age  eight  and  up,  who  are 
developmentally  challenged.  Campers  participate  in 
activities  such  as  Bible  stupes,  sing-a-longs,  craft 

projects  and  outdoor  activities.  For  additional 

information  contact  Donna  Winter  at  (414)261-3050,  ext. 
217,  or  Jan  Zwart  at 
(414)261-3050,  ext.  215. 

Bethesda 

LUTHERAN  HOMES 
AND  SERVICES,  INC. 

700  Hoffman  Drive 
Watertown.  Wisconsin  53094 
Phone:(414)261-3050 

Dr  A.L  NtpokUrw.  ExricuM  Dinctor 
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Beautiful  Pocono  Mountain  Summer  Camp 

for  persons  with 
Developmental 
Disabilities. 
Recreation,  Sports, 
Cultural  and 
Performing  Arts.  Well 
trained,  experienced  staff,  31styear.  Sessions  from 
2 weeks  up.  Year  round  residential  services  for 
Prader-Willi  clients. 


Write  Keystone  City  Residence 
406  N.  Washington  Ave. 
Scranton,  PA  18503 

or  call  1-800-747-4988 


ACCREDITED 

CAMP 


® 

American 

Camping 

Association 


Moonbeams 

creaUvc  chthlt^for  dilUren 


Annomeii^  the  jUJflter  Skit 
for  infmts  & Toddkrs  with  Gastrostomy  Tubes. 


This  design  in  ioo%  cotton  features  a decorative  yatck  that  oyens 
to  allow  for  feedings.  $24  short  sleeve  $28  Loi^  sleeve 

other  adaptive  clothing  styles  avoMIe  hy  custom  order; 
call  us  and  discuss  your  child's  yccUd  needs. 


AIoONBE AMS  Ij  Carol  Ncsper 
2026  Murray  Hid  Road  Cleveland  OH  44106  216/721-4100 


Circle  #48 


Circle  #61 


Seftoof 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive. individually  structured  programs  that  include: 

• Physical  Therapy  • Special  Education 


• Occupational  Therapy 

• Speech  and 
Language  Therapy 

• Communication  Aids 


• Music  Therapy 

• Special  Medical 
Attention 

• Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provido  strong  intordiscipl  inary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 

Diane  L.  Galiagher,  Director 

HMS  School  for  ChMron  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia.  PA  19104 
(215)222*2566 
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FUTURE 

PRODUCTS 

CORP. 


My  Pool  PaP  flotation  swimsuit  is 
designed  so  that  children  float  feet  down 
with  their  heads  in  an  upright  position. 

My  Pool  PaP  provides  safety,  comfort, 
and  allows  unrestricted  movement. 
Wearing  My  Pool  Pat®  helps  children  not 
only  to  gain  confidence,  but  also  to  develop 
muscles  necessary  for  swimming  and  exer- 
cise while  making  these  activities  fun. 


Be  sure  to  ask 
about  our  Reusable 
Swim  Diaper. 

My  Pool  PaP  flota- 
tion swimsuits  and 
Reusable  Swim  Diapers 
are  sized  according  to 
weight. 


Retail  price  starting  at  $50  + shipping. 


To  Order  or  For  Nearest  Retail  Location 

. Call  1-800-453-9399 


My  Pool  ^ pfBsenwr  and  ithuI  b»  UMd  with  aduti  sup^ivMon  «t  **  *''"”■ 


Clrcl«  *214 
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inforalation  from  The  Natioiial  i>arei^  NehMorit  on  Disabilities 


TlieNationai 
Parent  Network 
on  DisabilHira 
Board  of  Directors 


Marta  Ancliondo 

TASK,  Anaheim,  CA 

Dianna  Auttn 

Advocates  for  Children  of  New  York, 
Long  Isiand,  NY 


Joanne  Butts 

Washington  PAVE,  Tacoma,  WA, 
President 


Connie  Curtin 

Vermont  Parent  Information  Center, 
Buriington,VT 

Diana  Cuthtiertson 

^ Statevvide  Parent  Advocacy  Network 
(SPAN),  Westfield,  NJ, 

Past  President 


Joseph  Garcia 

Touchstones,  Seattle,  WA 

PauiaGoMberg 

PACER  Center,  Minneapolis,  MN 

Connie  Hawkins 

Exceptional  Children's  Assistance 
Center  (ECAC),  Davidson,  NC, 

Bonnie  Johnson 

Arkansas  Disatflifies  Coalition, 
Little  Rock,  AK 

JoaniOibum 

MATRIX,  A Parent  Network 
& Resource  Center, 

Mill  Valley,  CA,7?easurer 

Sue  Pratt 

CAUSE,  Lansing,  Ml 

Pat  Smith 

Georgia/ARC,  East  Point,  GA, 
ParHatrmUiian 

PsmSIeneberg 

Disability  Rights  Education  & 
Defense  Fund  (DREDF), 
Berkeley,  CA, 

Vice  President 

Janet Vbhs 

Federatioo  (or  Children  with 
Speciaf  N^,  Boston,  MA, 
Secretary 

Patricia  McGill  Smith 

Executive  Director 


Chai^  on  Capitol  Hill 

Sen.  Fust  Named  Chais  of  Disabojiy 

P(HJC£SPUX)MMnTEE 

Sen.  BU  Rcist,  R-Tacm,  is  the  new  chairman  of  the 
DissOb^ty  Prficy  SuboMnmittee  of  the  Satiate 
Labor  and  Human  Resources  Committee.  Ihe 
freshman  senator,  a 1974  giaduate  of  Princeton 
Univer^  and  1978  graduate  of  Harvard  Medical 
School,  is  a NashvUle  surgeon  ^)ecialiang  in 
heart  and  lung  tranj^lantalicHt 

At  the  Vanderbilt  University  Medical  Center’s 
Vanderbilt  'Hansplant  Center,  which  he  estab- 
lished in  1986,  Frist  pioneered  innovative  diag- 
nostic techniques  and  performed  the  first 
pediatric  heart  transplant  and  first  lung  transr 
plant  in  Tennessee.  The  author  of  mom 
100  articles  and  abstracts  on  medical  research 
and  policy,  Fnst  has  also  published  TranspUmtt 
a 1989  book  examiniitg  the  social  and  ethical 
issues  of  transplantatioa 
Frist  received  the  Distinguished  Service 
Award  firom  the  Tennessee  Medical  Association 
in  1992  for  his  efforts  in  successfully  organizing 
a grassroots  campaign  to  return  the  organ 
donation  card  to  the  Tennessee  driver's  license. 
That  same  year,  he  was  asked  by  then  Gov.  Ned 
McWherter  to  serve  as  chainnan  of  the  Ten- 
nessee Tewk  Force  on  Medicaid. 

Sen.  TMn  Harkin,  I>IA,  the  subcommittee’s  for- 
iner  chaiiiinan,  remairis  asubcomniittee  m^i^ 

Morrissey  Naried  Staff  DmEcroB 
OF  PisABiuTY  Policy  SoBCOMMirrEE 
Patricia  A.  Morrissey,  Ph.D.  has  been  hired  as 
the  staff  director  of  the  Senate’s  Disability  Pol- 
icy Subcommittee,  chaired  by  Sen.  Bill  Priist,  R- 
Tenn.  A graduate  of  Hartford  Community 
College,  Stetson  University  and  Pennsylvania 
State  University,  Morrissey  is  a long-time  dis- 
ability-rights advocate  and  govemihont  worker, 
having  held  positions  at  the  House  Committee 
on  Education  and  Labor,  Rehabilitatioit  Ser- 
vices Adnunistration  in  the  Office  of  Special 
Education  and  Rehabilitative  Services  and  Gen- 
eral Accounting  Office. 

Most  recently,  Morrissey  was  vice  president 
of  Govenmient  Relations  for  Community  Pro- 
grams and  governmental  relations  specialist  at 
the  law  film  of  McGuiness  & Williams.  From 
1991  to  1994,  Morrissey  was  vice  president  of 
Employment  Advisory  Services,  Inc.,  where  she 
advised  corporate,  public  and  federal  clients  on 
federal  disability  policy.  She  also  served  as  a 
technical  advisor  to  and  appeared  in  commer- 
cial training  videos  on  the  Americans  with  Dis- 
abilities Act  (ADA). 

Morrissey  is  the  author  of  several  books  on 
disabili^'-related  topics,  Including  the  Employ- 
ment Policy  Foundation's  Disabiiity  Etiquette 


m irtitSt,  R-Tenn,  the  new  chaliman  of 
the  Disability  Policy  SubconmUttee. 


in  the  Workplace,  the  Vocational  Ekiucatiion 
Association’s  EdiuxUoFs  Guide  to  the  Ameri- 
cans  with  DisabUities  Act  and  LRP  Publica- 
tions'A Primer  for  Corporate  America  on 
Ciz^  Rights  fiyr  the  Disabled  and  Employees 
Guide  to  the  Americans  toith  DisabUities  Act 

See  Cunningham  Heads  SuBGOM&irrrEE  on 
Ea^  Chmihood,  Youth  and  FAMOiES 

Rep.  Randy  “Duke”  Cunningham,  R-CA,  has  been 
named  chairman  of  the  House’s  Early  Childhood, 
Youth  and  Families  Subcommittee.  This  subcom- 
mittee has  jurisdiction  over  the  reaulhoiuatim 
of  the  Individuals  with  Disabilities  Education  Act 
(IDEA).  The  subcommittee’s  ranking  minority 
member  is  Rep.  Dale  Kildee,  D-ML  Hans  Meeder 
will  serve  as  the  k^  staff  member  to  this  sub- 
committee as  well  as  to  the  full  Economic 
Opportunity  Committee,  previously  known  as 
the  Education  and  Labw  Coimnittee,  chaired 
Rep.  William  F Goodling,  R-PA  The  ranking 
ininority  mendjer  on  the  fufi  committee  fs  Rep. 
William  Clay,  I>MO. 

Legislative  Update 

Senate  Sets  IDEA  RBAumoiuzAnoN 
Calendar 

PatridaA.  Morrissey,  staff  director  of  the  Senate’s 
Disability  Pblicy  Subixmunittee,  has  issued  a taita- 
tive  schedule  (rf  events  for  the  reauthorization  oi 
the  tedividuals  with  llisabllities  Education  Act 
(IDEA): 

• Immediately:  One-year  extension  of  IDEIA, 

Parts  C through  H. 

• May  1996:  Two  days  of  informational  hearings 
on  tile  education  of  students  with  disabilities. 

• June  1995:  Four  days  of  briefings  for  subcwit- 
mittee  staffers. 

• Fall  1905:  Reauthorization  bill  drafted,  two 

contimiedonpagcdO 
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Gail  Johnson  with  sons  Bic  Jr.,  13,  and  Isaiah,  9.  John- 
son and  her  husband,  Eric,  also  have  a daughter,  Ain,  19. 


New  Staff  Announcement 

NPND  is  pleased  to  announce  that  Gail  D.  Johnson  joined 
the  staff  in  January  as  development  and  program  special- 
ist. Her  chief  responsibilities  are  the  Toys  “R”  Us  Project 
which  includes  the  third  edition  of  tire  Toy  GuMe  For  Dif- 
ferently-Abled  Kids  due  to  be  released  this  ^ring,  develop-  . 
ment  of  special  projects  and  providing  members  with 
parent-to^rarent  support  and  information,  including  infor- 
mation on  legislative  activity  directly  related  to  families  of 
children  with  special  needs. 

Johnson,  a mother  of  children  with  special  needs,  was 
formerly  the  Coordinator  of  the  Association  for  the  Care  of 
Children’s  Health  (ACCH)  Parent  Network,  a natior:i:J  net- 
work of  approximately  2,000  parents  and  family  members 
of  children  with  special  needs. 

For  the  past  seven  years,  Johnson  has  been  a speaker 
and  consultant  for  many  state  and  national  programs  on 
topics  including  family  and  professional  collaboration,  par- 
ent-to-parent  support  and  networking,  cultural  compe- 
tency and  parenting  children  with  special  needs.  She 
frequently  presents  workshops  and  conference  talks  to 
parents  and  professionals  about  family-centered,  commu- 
nity-based and  culturally-competent  service  delivery. 


continued  from  page  79 

days  of  reauthorization  hearings  and  mark-up  of  the  bUl. 

• November  1995:  Senate  floor  debate  on  bifl. 

The  House  may  have  a similar  schedule  and  may  hold  joint 
hearings  with  the  Senate  in  the  spring. 

In  coqjunction  with  the  Consortium  for  Citizens  with  Disabili- 
ties, the  National  Parent  Network  on  Disabilities  (NPND)  has 
agreed  to  lead  the  identification  of  issues  and  the  development 
of  a panel  to  describe  how  schools  can  be  most  responsive  to 
families.  This  work  is  anticipated  to  shape  tlie  reauthorization 
hearings  in  the  ^ring  and  summer. 

OSERS  Reieases  **Vision^  Paper 

In  February,  the  Office  of  Special  Education  and  Rehabilitative  Ser- 
vices (OSE^)  released  a draft  of  its  ^daon*’ paper  outlining  its  impo^ 
posal  for  the  leairthoiization  of  IDEIA.  This  di^  of  the  paper  is 
intended  fw  review  by  interested  groips  aiKl  orgaiflzations.  NPND 
has  had  extensive  conversations  with  Judy  Heumann,  assistant  sec- 
retary of  OSEIRS,  and  Tbnr  Hehii;  director  of  the  Office  of  Special 
EchK^tion  Programs  (OSEP),  cotKeming  the  pneUminaiy  drafts  of 
the  paper,  which  will  evenbrally  become  the  Ctinton  administration’s 
recommeiidatk)n8  for  IDEA  reauthori^^ 
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As  Eo(X)€ptwnal  Parent  went  to  press,  an  updated  draft  of  the 
proposal  was  slated  to  be  issued  in  late  March 
Copies  of  the  proposal  are  free.  Contact  OSEP,  600  Indepen- 
dence Ave.,  SW,  MES  Building,  Rm  3086,  Washington,  DC  20202- 
2570,  (202)  205-5507  (voice),  (202)  205^754  (TTY),  (202) 

260-0416  (fax),  or  request  a copy  through  the  Internet  at 
thomas_hdhi^ed.gov. 

Unfunded  Mandates 

The  House  and  Serrate  has  passed  unfunded  mandate  legislation, 
which  limits  Ckmgress  from  imposing  mandates  on  states  without 
authorizing  federal  funds  to  help  with  their  inq)lementation. 
Through  the  ^orts  of  the  Family  Actiem  Network  (FAN)  to  Save 
IDEA,  NPND’s  special  project  in  which  FAN  members  contact  legis- 
lators on  key  issues,  we  have  received  letters  from  Rep.  TOQiam  F. 
Goodling,  R-PA,  Sen.  Dick  Kenq)thome,  R-ID,  and  the  Congressional 
Research  Service  stating  that  IDEA  aiKi  the  Americans  with  Disabili- 
ties Act  (ADA)  will  not  be  dismantled  because  they  arc  not  cemsid- 
ered  unftmded  mandates.  These  assurances  will  be.  of  great 
in^KHtance  as  the  reauthorization  of  IDEA  proceeds. 

COREECnONS  PAy 

The  National  Governors’  Association  (NGA)  has  written  to  House 
Sjpeaker  Newt  Gingrich  requesting  that  IDEA  be  modified,  even 
bef(Mce  reauthorization,  during  “Coneclions  Day,”  a yet-tohe- 
announced  dsy  propo^  by  Gingrich  for  the  House  to  **fix”  the  tech- 
nical aspects  of  any  law  *1n  need  of  fixing”  NGA  has  asked  the 
House  to  review  several  issues  related  to  IDEA,  pardculariy  at  ways 
to  give  states  more  flexibility  in  the  spending  of  IDEA  funds. 

NPND  <^]poses  any  attempts  to  amend  IDEA  before  the  reautho- 
rization process  takes  place.  NPND  has  alerted  members  about  this 
through  its  Fax  TYee  program  and  in  a FAN  alert  For  more  informa- 
tiem,  contact  NPND,  1600  Prince  St,  Sta  115,  Alexandria,  VA  22314, 
(703)  684^763  (V/TTY),  (71»)  836-1232  (fax). 


A Parenfs  Perspective 
on  Bright  Futures 

Bright  Futures:  Guidelines  for  Health  Supervision  on 
Irfants,  Children,  and  Adolescents,  a guide  supported  by 
the  federally-funded  National  Center  for  Education  in 
Maternal  and  Child  Health,  not  only  talks  about  the  integra- 
tion of  health  services  with  child  development,  human  ser- 
vices and  education,  but  it  actualizes  a family-centered, 
culturally  sensitive,  community-based  approach  to  provide 
care  to  children  and  their  families.  This  comprehensive 
guide  equips  health  care  professionals  with  techniques  that 
put  families  in  the  “center  ring,”  enabling  families  to  be 
meaningful  participants  in  the  care  of  tlieir  children.  Cost  is 
^22.35  (includes  shipping  and  handling);  bulk  discounts  are 
available.  Order  from  National  Maternal  and  Child  Health 
Clearinghouse,  8201  Greensboro  Dr.,  Ste.  600,  McLean,  VA 
22102,  (703)  821-8955,  ext.  254  or  265,  (703)  821-2098  (fax). 

For  more  information  about  Bright  Futures  other  than 
ordering,  contact  National  Center  tor  Education  in  Mater- 
nal and  Child  Health,  2000  16th  St.  N,  Ste.  701,  Arlington, 

VA  22201-2617,  (703)  524-7802,  (703)  624-9336  (fax). 
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Our  prices  moke 
everyone  happy! 


Send  for  a free  catalog 
of  adaptive 
equipment. 


IS 


equipment 


P.O.  Box  33  • Bedford,  MA  01730 
(617)  275-7681  • Fox  (617)  275-4094 
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Exceptional  Programs 
For 

Exceptional  Children. 
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’tSt.ColettaSchoob 
we  believe  life  is  what 
\y  happens  today.  Our 
goal  is  to  provide  tlie  best 
possU)le  We  experience  for 
your  excepdotud  child 
Students  here  are  not  only 
preparing  for  tomorrow, 
they  are  living  qualify  lives 
everyday.  Founded  in  1947, 
St.  Cdetta  Schools  offer  a 
wide  range  of  praams  for 
children  with  mild  to  severe 
devdopmental  (Usabilities. 
Twelve-month  reridentkd  and 
day  programs  for  ages  &-22. 


Eidenswe  Vocational  Trainir^ 
Rmctional  Academics 
’ Community  Skills  Ttaining 
' Daily  Living  & Social  Skills 

• Adapted  Phys.  Ed.  & Recreation 
Activity  Program 

• Special  Olympics 

• Behavior  Management 

• Physical  & Occupational  Therapy 

• Speech  Therapy 
•Music,  Arts  Computers 

• Prader-Willi  Program 


Cardinal  Ciuhing  Sdiool  & Training  Center 

400  WasUngton  Street.  Hanover,  MA  02.139 
Braintree  St  Coletta  Ds^  School 

85  Washington  Street,  Braintree,  MA  02 184 
Contact:  LvnncGovuk 


St.  Coletta*s 


or  MASSACHU$f TTS 

John  \V.  Shyne.  Jr..  Prcsklenl 


Sponsored  by 

The  Sisters  c >f  St  Francis  o(  km  of  MiKvauka’.  \\1 
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No  One  To  Play  With 

The  Social  Side  Of  Learning  Disabilities 

Betty  B.  Osman  with  Henriette  Blinder 

Failing  a spelling  test  is  only  one  of  a learning  disabled  , 
child's  many  problems.  Often  having  "no  one  to  play 
with"  can  be  more  troubling  and  anxiety-producing  than  any 
classroom  difficulty.  This  book  offers  parents  and  teachers 
compassionate  insight  into  the  special  needs  of  a child  with 
learning  disabilities  and  gives  detailed  information  about 
where  to  find  support.  6x9  softcover,  f70pp.  #687-8  S10.00 

The  Tuned-In,  Turned-On  Book 

About  Learning  Problems  - Revised  Edition 

/n  this  self-help  guide  written  for  adolescents  and  teens, 
author  Marnell  Hayes,  EdD  takes  a practical  approach 
to  helping  kids  capitalize  on  their  individual  learning  style. 
The  content  of  the  new  edition  includes  new  study  tips,  a 
new  glossary,  and  more  'homework'  for  parents  and  teach- 
ers to  help  them  understand  what  a child  with  learning  diffi- 
culties needs  them  to  kno>«.  Sx9  softcover,  163pp.  mo-i  S10.00 
Add  S2  50  s/h  B M^n.  S!5  order;  add  s;’h  (m=n.  S2.50!  CA  & KY  residents  add  tax 


Academic  Therapy  Publications 

■ZftGppiERCiAi'BLVO.  • Novato,  GA  94949 1-(800)  422-7249 


Circle  #213 


For  people  with  disabilities, 

WE  CAN 


turn  your  computer  into  an  open  door. 


//  (Itmr  ofH^ninf'  to  twtvopfiortumtivs  — at  twrli*  at  school  and  at  home. 
Thanks  to  IHM  tcchnolofiv,  fM^rsons  ictth  vision,  mohility,  six'vvh/hcannf^ 
or  attention/mnnory  disahilitics  can  do  thini*s  once  netvr  thought 
possihle.  l.ikecomiHaein  the  nvrkplace  and suiifmrt  families.  Uie 
indefMmdentlY  of  others.  Find  oat  trow  hy  calling  IdlOO-  I2(t~  IHTJ 
(WICK):  hH(HKl2(t-:m:i(TI)l>):  inCanada,  /-mJ-/6.T-7WA 

it  I HM.  necan  do  mow  than  \ui/  think. 

IIM  Indkpkndknck  Skrifs 
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Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


DISABILITY,  GENERAL 


ImExCEmONAL 
PAREm  1996  Resource 
Guide:  Directories  of 
National  Organizations, 
Associations,  Products 
& Services 

A valuable  reference  tool  for 
parents  and  professionals. 

EP102EP  $9.95 


By  Myself  Books 

David  Hooper 

AND  ELLIF.  ReIDLINGER 
Motivating  students  to 
read  Independently. 
Each  book  is  a short 
story  (10-15  pages) 
with  pictures  on  each  page  to  help  carry  the  story 
line.  Two  separate  sets  of  10  different  titles  each,  in 
a colorful  carrier  bag.  Set  #1  is  easier  than  Set  #2. 
Set  1:  PC034  (10  books)  $21.00 

Set2:  PE034OI  (10  books)  $21.00 


MMeo»ng 

MEtf/y 

Mlntanfaniioh 

MChallanaas 
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Meeting  Early 

Intervention 

Challenges 

Issues  from  Birth  to  Three 
Second  Edition 
L.J.  Johnson  ETAL 
Guiding  professionals  and 
parents  through  changes  in 
early  intervention  practice. 
PB095Q  $30.00 


The  Worst  Loss 

How  Fcuniiies  Heal  from  the 

DeitihOfaChUd 

How  do  families  survive 
the  worst  loss?  What  helps 
people  heal?  What  barriers 
are  there  to  healing,  and  what 
will  break  down  those  barri- 
ers? 


HH1020D  $25.00 


Cotwputr 
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Computer  Resources 
FOR  People  with 
DlSABUiTEStA^ukie 
to  Exploring  Today’s 
Assistive  Technology 
The  Alliance  for 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-t(K^ate  answers. 

HP0870D  $14.95 


Children  with 
Disabilties 

A Medical  Primer 
M.L.  Batshaw,  M.D.  & 

Y.M.  Perrett,  M a 
For  parents  and  professionals. 
Over  200  detailed  illustrations, 
an  extensive  glossary,  and  a 
section  on  syndromes. 
PB07100  $29.00 


The  Illustrated 
DmECTORY  Of 
DiSABiLm  Products 
Edited  by  M.  Mace 
Shows  hundreds  of  products 
along  witli  names,  addresses 
and  phone  numbers  providing 
customers  with  the  information 
to  make  the  best  decision. 
TP0260D  $12.95 


Making  School 
Inclusion  Work 

A Gttide  To  Everyday 
Practices 

K.  Blenk  & D.L.  Fine 
The  excitement  and  the 
challenge  in  true  inclusion 
demands  involvement, 
imagination  and  dedication 
to  insure  its  goals.  This  book 
is  peppered  with  suggestions 
for  dealing  with  the  myriud 
of  challenges. 

BL104ED  $24.95 


Mom,  I Have  A 
Staring  Problem 

M.C.  Buckel  & T.  Buckel 
A true  story  of  Petit  Mai 
Seizures  and  the  hidden  prob- 
lem it  can  cause;  Learning 
Diseb^lity 

MB097SZ  $3.95 

(Includes  shipping  charges) 


Feeling  Fit 

A Professionally  designed 
low  impact,  low  Intensity  aerobic 
excercise  program  for 
individuals  with  developmental 
disabilities. 

001030D  VIDEO  $24.95 
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PHYSICIANS' Guide 
TO  Rare  Diseases 

Edited  by  J.G.  1'hoene 
Over  1,000  pgs.  Contains 
information  on  approximately 
700  disorders. 

DP0210D  $75.50 


Planning  for 
THE  Future 

Providing  a Meaningful  l(fe 
foraChiidwithalHsabiiity 
qfter  Your  Death 

Mark  Russell 

AP0240D  $24.95 


The  Special  Child 

A Source  Book  for  Parents 
{^Children  with 
Developmental  Disabitites, 
^nd  Edition 
S.M.  PUESCHEL  ET  AL. 

Pilled  wth  straightforward 
medical  information,  helpful 
illustrations,  and  practical 
recommendations  on  disabili- 
ty-related issues. 
raiOlOD  $24.00 


Son  Rise 

The  Miracle  Continues 
Barry  N.  Kaufman 
An  awe-inspiring  reminder 
that  love  made  tangible  can 
move  mountains. 

01089AM  $20.00 


W)i^K!NrV 
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Working  Together: 

Workplace  Culture, 
Supported  Employment  and 
Persons  with  Disabilities 
David  Haqner 
Assisting  individuals  to 
achieve  meanuigfiil  careers. 
BL0600D  $24.95 


When  Young  Children 
ARE  Injured:  FamiUea 
as  Caregivers  in  Hospitais 
and  at  Home 
J.  Hai,tiwanqer  & M.  Lash 
A book  about  the  family’s  role 
in  carcgivlng  when  a young 
child  is  ii\jured. 

EP085ML  $7.50 

(Includes  skipping  charges) 
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When  Youk  Choo  Goes 
TO  School  Afteb.vn 
Injohv 

Marilyn  Lash 

Issues  parents  need  to  con- 
fh)nt  about  their  child's 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(Includes  shipping  charges) 


lEABNmQ  PlSABnJTIES 
& THE  PEBSON  WITH 
Spina  Bifida 

P J.  Aqness,  Ed,D 
The  information  compiled  In 
this  booklet  is  for  parents  and 
teachers,  to  help  in  the  dilem- 
ma which  has  affected  all 
those. 

SB092SB  $9.95 


When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
onFamiUeB 
Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

(Includes shipping  charges) 


^ RELIGION  ^ ^ 


SEXUALm& 
the  Pehson  with 
Spina  Bifida 
S.L.  Sloan,  Ph.D 
This  book  was  written  to 
answer  the  questions  that 
families  and  persons  with 
spina  bifida  may  have  about 
their  sexuality. 

SB092SB  $9.95 


TRAVEL 


Loving  Justice 

The  ADA  and  the 
Religious  Community 
Edited  by  G.  Thornburgh 
How  the  Americans  with 
Disabilities  Act  affects  reli- 
gious institutions  including 
congregations,  hospitals, 
nursing  iiomes,  seminaries, 
universities  and  more. 
NDIOOOD  $10.00 


ACCESS  Travel  U.S  A 

A Directory  For  People 
WithDisobUiUes 
C.H.  Cremona 

You  \vill  find  names,  addresses, 
phone  numbers,  dimensions, 
quantities,  and  descriptive 
information  in  an  easy  to  use 
chan  format. 

CC106TH  $19.95 


TbeTbaveun’ 

Talk  Dkectoby 

The  uXUmaXer  directory  of 
resources  providing  assis- 
tance to  travelers  tcUh  dis- 
abilities. 

Includes:  Names,  locations, 
telephone  numbers  of  all 
800+  members,  specific  prob- 
lems addressed,  travel  & tour 
agencies,  hotels,  rental  info., 
other  organizations. 
RD0760D  $47.50 


CHILDREN’S  BOORS’  ' 


Joey  and  Sam 

1.  Katz  & E.  Ritvo,  M.D. 

A heartwarming  stoc'book 
about  autism,  a family,  and 
a brother's  love. 

RL099AM  f^9.95 


My  Buddy 

A.  OSOFSKY 

Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
KH098CB  $5.95 


That  All  May  Worship 

An  Inteifaith  Welcome  to 
People  with  Disabilities 
Ginny  Thornburgh 
An  interfaith  handbook  to 
assist  congregations  in  wel- 
coming people  with  disabili- 
ties to  promote  acceptance 
and  full  participation. 
ND0840D  $10.00 
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It  Isnt  Fair! 

Siblings  of  Children  with 
DisabiUties 
Edited  by  S.D.  Klein 
& M.J.  SCHLEIFER 
Features  chapters  b>  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


SPINA' BIFIDA  ® 


An  Introduction 
TO  Spina  Bifda 
D.6.  McLone,  M.D.,Ph.D 
The  purpose  of  this  booklet  is 
to  aid  the  parents,  family  and 
the  non* medical  people  who 
care  for  the  child  bom  with 
spina  bifida. 

SaOOiSB  $4.00 


Great  American 
VACAnoNS  for  Travelers 

> WITH  DiSABIUTIES 
A Fodors  Vacation  Planner 
With  complete  accessibility 
information  on  hotels, 
restaurants  and  attractions. 
RH108TK  $18.00 


What  Happens 
Next? 

C,  Christian  & L.  D^moht 
Babies  love  the  colorful 
phetographs  and  hidden 
surprises  in  this  sturdy 
little  book. 

CH0910D  $4.95 
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1 QTY.  ' TITLES  & ORDER  NO.  UNIT  PRICE  TOTAL  ' 
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Name 

Address 

City State Zip 

Telephone 

I have  enclo.sed  my  check  payable  to  Exceptional  Parent  or  charge  to  my:  □ Visa  □ Mastercard 

Account  Number: - - Exp.  Date / 

Slf(nfturo  ^ 

' circle  #300  to  receive  a brochure  of  the  complete  library 


Sub-Total 

i 

• NJResidonts 
^ add  6"!.  Sales  Tax  ^ 

Shipping 

■ TOTAL 

U.S  iundtonty  ThtMpncesere 
subteci  to  change  Pleaso  atlonv  4-6 
weeks  ter  dalivery.  Returns  must  be 
made  within  4 weeks  of  dekvory 
f4o  oyersees  returns. 


.-.  ?■  f :V,.'4>  <5 '••;  >% 


HILDREN  S 


I Love 
My 

Brother 

by  Ivan  G.  Smith 

My  brother’s  name 
is  Nick.  He  is  10 
years  old.  His 
birthday  is  January  2.  Nick 
has  cerebral  palsy.  That 
means  his  muscles  don’t 
work  like  mine. 

Sometimes,  we  play 
together  in  the  tent  we  put  up 
in  our  backyard.  I like  to  play 
school  with  Nick.  He  doesn’t  always  want  to  do  math  because  he’s  not  very  good  at  it. 
Nick  says  he  hates  school,  but  he  really  likes  it. 

Nick  has  a wheelchair  and  walker  to  walk.  We  have  a wheelchair  ramp  in  our  van. 

If  Nick  didn’t  have  cerebral  palsy,  we  wouldn’t  have  the  van. 

Nick  and  I don’t  go  to  the  same  school,  but  someday  we  might.  I love  Nick  a lot.  EP 

Ivan  G.  Smith,  7,  lives  with  his  par- 
ents, Nancy  and  Rodney,  and  his 
brother,  Nick,  10,  in  Bradford, 
Massachusetts.  Ivan  enjoys  writing, 
drawing,  reading  and  baseball.  He  is 
a second-grader  at  the  Greenleaf 
School  in  Bradford.  Nick  attends  a 
special  education  program  at  the 
Frost  School  in  Lawrence, 
Massachusetts. 

Nick  and  Ivan  Smith,  Just  before  leaving  for  school 
one  day  last  year. 


Drawing  by  Ivan  G.  Smith 


The  Children’s  Page  welcomes  contributions  from  children  with  disabilities  and  their  siblings.  Be  creative!  Send  your  stories,  photos  and  artwork  to:  CHiMnn’t 
Page,  Exceptional  Parent,  209 1'iarvard  Street.  Suite  303,  Brookline.  MA  02146'5005. 
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No  Obstacles.  No  Limits. 

When  your  family’s  plans  are  as  hi^  as  the  ^reat 
outdoors,  don’t  let  your  minivan  box  you  in! 

Vantaj^e  Mini  Vans  is  proud  to  introduce  our 
new  line  of  premium  lowered-tloor  conversions 
huilr  on  the  exciting  Forp  WlNPSTAR  minivan. 

As  a leader  in  our  industry,  Vantage  is  one 
of  the  first  to  offer  the  popular  Windstar  as  an 
alternative  to  our  existing  line  ot  tine  (Jhrysler 
minivan  conversions.  Just  as  we’ve  been  leaders 
in  bringing  you  the  most  dependable,  top  quality 
conversions  since  our  inception  in  1987. 

Your  Vantage  Windstar  lowered-tlotir 
minivan  is  available  as  either  the  popular  and 
economical  Tkhkklr,  with  its  easy-to-use  manual 
fold-out  ramp;  the  SUMMIT,  with  its  reliable  power 
folding  ramp;  or  as  the  premier  NoRTIlST.\R  edition, 
with  its  sleek,  imder-the-tloor 
BH  ramp  th,u  glides  smoothly  out 

HH  r virtually  from ’’ninvhere!” 

■ A 
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Every  Vantage  Windstar  comes  equipped  with  a 
myriad  of  standard  features  to  make  your  life  simpler 
and  your  commutes  safer. 

Most  notable  are  the  flexible 
seating  configurations  and 
crash-tested  restraint  system. 
And,  as  with  all  Vantage 
Mini  Vans,  options — like  our 
all  new  4-button  key  chain 
remote  control — abound.  In 
addition,  our  optional  sliding 
rear  seat  allows  for  abundant 
seating  and  an  extra  nine 
ige  in  the  rear  of  the  van — a must 
for  families  on  the  go!  These  are  just  two  of  the  many 
ways  your  Vantage  Mini  Van  can  be  customized  to  fit 
your  active  lifestyle  aiul  the  nee<.ls  of  your  children. 

The  new  Vantach  Winhstak  conversions. 

Life  offers  no  limits.  Why  let  your  transportation  sel 
the  boundaries.’ 

(800)  348-8207  TOLL  FRE 
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Imagine  an  infant  stander  so  adaptable  it  can 
change  its  appearance  instantly  to  become  a 
stroller  or  even  a highchair.  Tumble  Forms®,  a 
leader  in  early  intervention  products,  now  intro- 
duces the  Chameleon™. 

Perfect  for  home  or  school  use,  the  Chameleon 
accommodates  children  from  25  to  37  inches  and 
up  to  50  lbs.  With  this  one  lightweight  unit,  you 
can  create  numerous  vertical,  prone,  and  supine 
positions,  for  sitting,  lying,  or  standing.  The  seat, 
seat  back,  and  foot  support  each  adjust  for  infinite 
possibilities.  Meanwhile,  the  child  is  cradled 


against  cushioned  supports  to  ensure  proper  body 
alignment.  You  get  three  versatile  products - 
stander,  stroller  and  highchair- all  for  the  price  of 


The  Chameleon  features  a removable  tray  to 
allow  easy  transfer  as  well  as  swivel  casters  for 
portability.  Breathable  fabric  covers  are  conve- 
niently removed  for  laundering. 

Leave  it  to  Tumble  Forms  to  change  the  way  you 
view  standers. 


one. 


For  more  information,  call  1-800-631-7277.  In  Canada  call  1-800-665-9200. 
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Ford  Mokility  Motoring 
Adds  More  To  Lifes  Rewards! 


Ford  Motor  Company  understands  that  a physical 
disability  doesn't  mean  life  can't  be  rewarding.  For 
many,  there’s  no  greater  reward  than  the  feeling  of 
freedom  and  Independence  that  comes  from  driving. 

That’s  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that’s  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAH  TO  TRAVEL 

Mobility  Mot'^iing  starts  with  a toll-free  call.  You'll 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There's  nothing  for  you  to  send  In ... 
and  there’s  no  waiting  for  your  check! 

You’ll  also  receive  a ccmpllmenlary  Ford  Cellular 
Telephone’  and  Roadside  Asslsiance^  for  the 
duration  of  the  bumper-lo-bumper  limited  warranty 


MOBILITY  JX 
MOTORIN(S^ 

rtOGRAM 

INFORMAnON  YOU  NEED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■ friendly  toll-free  and  special  'TDD"  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a "prescription"  for  your  vehicle's  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all,  you  get  Ford  Motor  Company's  products 

and  services  A Company  where  quality  and  service 

are  always  “Job  V" 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van.  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users: 
1-800-TDD-0312).  You'll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


ft—  WiWfty  HUfariig  VMm! 

This  video  shows  how  easy  it  is  to  open  the  door  to 
MobHity  Motoring  rewards.  You'll  meet  people  who 
have  learned  that  the  process  is  reatly  simple.  You'll 
also  see  how  Ford  products  adapt ...  for  versatility, 
convenience  and  just  plain  motoring  tun.  Just  ask  for 
your  tree  video  when  you  call  us 

PROGRAM  PERIOD 

October  1, 1994  - September  30, 1995 

' Customer  is  responsible  tor  a W'day  minimum  activation  on  the 
ford  Cellular  System  Some  local  individual  carriers  may  require 
a longer  agreement  as  mil  as  other  related  service  and  usage 
charges,  so  hcceptance  is  optional  To  be  eligible  for  Vie 
complimentay  ford  Cellular  Telephone,  the  customer  must  also 
live  in  an  area  covered  by  ffw  ford  Cellular  System  at  the  time  or 
the  purchase  or  (ease 

' >ts/ir  your  dealer  tor  a copy  of  the  limited  warranty  and  complete 
detaits  of  the  Roadside  /isistance  Plan  Vehicles  covered  by  the 
Lincoln  Commitment,  f Series  Preferred  Care  or  Red  Carpet 
Lease  plans  have  additionat  benefits 


A NEW  CAR,  VAN  OR  LIGHT  TRUCK  ...  ADAPTIVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 


Ford  and 
Lincoln-Mercury  Divisions 
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Saying  it  a Different  Way  by  Judi  Rospnstein  and  Jan  Turner. 
“Problem  behaviors”  may  be  a means  of  communication 
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Cover:  Benjamin  Wainwrighty  5, 
practices  signing  with  mother 
Tammy.  According  to  his  mom, 
Benjamin  has  worked  hard  to 
learn  to  communicate  with 
younger  brother  Byrom  2,  who  has 
mental  retardation  and  uses  sign 
language.  Benjamin  helps  Byron 
practice  the  signs  he  learns  during 
therapy  sessions  at  the  Kennedy 
Krieger  Institute  in  Baltimore^ 
Maryland^  and  makes  sure  sister 
JanickUy  4^  and  dad  Benjamin  are 
learning  the  signs  as  well.  Byron 's 
speech-language  pathologist,  Judi 
Rosenstein,  was  one  of  several 
Kennedy  Krieger  staff  members 
contributing  to  this  special  mue 
on  communication. 

Benjamin  lives  with  his  family 
in  Edgewater,  Maryland.  He 
attends  H merest  Elementary 
School  and  enjoys  playing  outside 
on  his  swingset.  Photo:  Robert 
Smith  Jr. 
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Controversial  topics 

This  issue  of  Exceptional  Parent  deals  with  several  topics  that  arouse  much  contro- 
versy and  emotion  on  the  part  of  parents  and  professionals.  As  part  of  our  look  at 
communication,  we  present  several  per^ctives  on  facilitated  communication  (FC). 

And,  in  his  regular  department,  Ask  the  Doctor^  David  Hirsch,  M.D., 
discusses  the  controversial  topic  of  “smart  drugs.” 

Both  topics  have  received  a great  deal  of  media  attention,  ^d 
as  I meet  with  parents  and  professionals  in  my  travels,  I am  often 
asked  about  t^em.  Such  questions  typically  come  from  dedicated, 
caring  parents  who  are  troubled  and  angry  about  the  opposition 
of  many  professionals  to  FC,  “smart  drugs”  or  other  relatively  new 
2q>proaches.  Each  time  I speak  with  one  of  these  parents,  I 
remember  the  movie  Lotenzo's  Oily  the  true  story  of  courageous 
parents  who  struggled  to  find  answers  for  their  son  without  the 
support  of  the  health  care  establishment.  But  at  the  same  time,  I 
look  back  some  40  years  and  remember  my  first  experience  with  one  of  these 
“breakthroughs.”  In  that  instance,  a consulting  psychologist  demonstrated  that  a 
youngster  with  severe  physical  disabilities  and  no  understandable  speech  was  not 
consistently  responding  “yes”  or  “no”  to  the  questions  I — and  others — thought  he 
was  answering.  It  was  shocking  and  demoralizing  to  realize  we  had  wished  so  hard 
for  the  youngster’s  success  that  we  had  tricked  ourselves  into  believing  it  was  so. 

Several  years  later,  as  a beginning  clinical  psychologist,  it  was  my  sad  task  to 
demonstrate  that  a different  child  could  not  actually  read  the  word  “mother”  as  her 
parents  and  teacher  believed.  Instead,  she  said  “mother”  any  time  she  saw  the  letter 
“M” — upside-down,  sideways,  and  with  any  other  scribbles  nearby— just  as  she  did 
when  she  saw  the  letters  “m-o-t-h-e-r.” 

Some  truths  are  clear  and  will  never  change — parenting  is  hard  work  and  parents 
will  do  whatever  they  can  on  behalf  of  their  children.  All  of  us — parents  and  profes- 
sionals— are  human,  make  mistakes  and  are  inconsistent,  because  life  is  like  that  We 
work  each  day  on  behalf  of  children  and  young  adults  with  disabilities  with  as  much 
hope  and  strength  and  wisdom  as  we  can  muster — and,  yes,  we  wish  for  miracles. 

Ov^er  the  years,  I have  listened  with  wishful  interest  and  respect  to  reports  of  “mira- 
cles”— diets,  for  example,  that  claimed  to  dramatically  alter  mental  retardation  or 
mental  illnesses.  Each  time,  although  it  seemed  a few  individuals  s^ppeared  to  benefit 
from  these  treatments,  most  did  not.  And  the  proponents  of  these  “miracles”  were 
unable  to  explain  their  failures — except,  sometimes,  to  blame  parents  for  not  canying 
out  instructions  properly.  Despite  these  experiences,  when  I first  witnessed  PC  and 
heard  reports  of  this  communication  breakthrough,  I hoped — somehow — ^it  was  true. 

The  reading  and  research  we  did  in  preparing  this  issue  has  convinced  us  that  PC  is 
not  a valid  g^pproach  to  communication.  Nonetheless,  we  have  included  reports  from 
readers  who  belie\^e  PC  has  been  helpful  for  their  children.  Similarly,  I have  invited 
Syracuse  University  professor  Douglas  Biklen,  who  introduced  PC  to  the  United  States 
and  remains  a proponent,  to  comment  in  a future  issue.  Some  readers  may  find  this 
inconsistent,  even  confusing.  But  this  magazine  remains  open  to  parents  and  professiorv 
als  with  difl’ering  opinions.  I have  known  Doug  Biklen  for  many  years  and  respect  his 
dedication  and  caring;  we  also  i ^ - ect  the  observations  of  parents  who  believe  FC 
works  for  their  children.  Our  mission  is  to  irtform  our  readers  as  completely  as  possible. 
We  Dust  that  the  infonnation  we  provide  gives  both  parents  and  professionals  the 
IK)W'er  to  act  responsibly  and  with  compassion.  — S.D.K. 


Stanley  D.  Klein,  Ph.D. 


As  (he  arademic  year  draws  to  a (^,  we  say  farewell  and  exterxi  thanks  and  best  wishes  to  three  fine 
journalism  Interns  from  Boston  Universlty—Andrea  Kamens,  Jennifer  Koerber  and  Michele  San  Rllppo— 
wfw  have  helped  U3  In  many  ways  for  rnanyinonlhs.  Congratulations  on  your  graduatk)n.V\te 
conie  two  new  editorial  staff  mernbero,  Siobhan  Mullins 

m 

• EUmiOlUl  niE«T  I MAV  1996 


Emot » Caisr  Stanley  D.  Klei0,  PtiD. 
fr0fa^o(^iydlohl!^  ■ 

Uw  Strand  Cotkg0  of  OptoffKtry 

iUfbciiatEivroR  iOnScliive 

SMTOtMtSwa 

:sKircS.  Malgin  ' RindiBenuger 
'^obhan  Mullins  Naomi  Ctwdd 
MarkUureoski 

Coiroi^iNTm  ' 

, Andrea  ICuhens  ieflAi(er  M.  Koerber 
Mlchj^leSanFuippo 

CORMHJlio  EDnW 
Mi^)iJ.$dadrer.PlLD. 

EMTOlIALOinCE 

309  Harvard  Street,  SuiteSOS 
^ BrooUine,MA02l4e-S005 

(617)  730^  Fax  (617)  730^42 


fmsDon 

Joseph  liVateiuano,ir. 

Vks  FiESHiGrf,  Maueimg  Terri  M.  Sutera 
ADUumlMANAOUt  Stefaiue.Ferrai^:-  ^ 
CmcuunoN  MANAca  Maureen  K.  Sprong 

Dwxnmt,  OvQAMUffi^ 

EEtATfONBUiK  R.K  Hopidiis,  Jr. 

Vks  hssiDENr,  Sato,  MaiWAnuiiNo 
Apisn»u^  UwrenceQttaliano 

DftECixHt,  fUnoruL  SAun 

& Itacey  L H.  Gniytcb 

RoyWhitdrer 
Duign  Pu.^ishersDes^  Group 

ViMisanG  Orrics 
120  State  Street 
Hackensack,  m076Qt 
(20l)46MlS71  Fu  (201)  489-1240 
Advertwai  tales:  (800)  B-PARENT 


SaUS  asnUiNIATIVES 

Nnr  Emuio),  Axurnic  Cqmt,  SovmAsr 
Barbara  Kastro 

(201)  6804874  Fax  (201)  680<8d55  • 

liOlWDn'  (CQ,IH,K6,UH,ND,8ftOH,S&.m;Vl) 
Anthony  Amone 

(708)  42S-5162  F«  (708)  428-9685  . 

liaWKr  (lUlA.Ml.ttO.Na.NsON) 

John  Malsel 

(708)  41W)780  Fax  (TdS)  416*0793 

SotnmWBST  (Afi,AZ.LAKtt,OK.TX) 

WtorCOAST  (S0CA.HV) 

Richard  ^rer 

(714)  366*8089  Fu  (714)  366*9289 ' 

WwrOOUWr  (AX,Nl»CA.fiUD.IIT,Ot.«A,Wy,BC) 

William  Hague 

(206)  858-7676  (206)  858-7670  Fax 

SsuDiNCA, 

CiAMno  4 Sncui.  Saijh 
W:fctBrentnill 

(261)aSMU0  FAx(281)3S8-28S7 


OaatMSSMlUllON/VAJf 

Plate  Masters  Ino.,  Carl&tadt,  HJ  07072 


baftimat  P»m  magazine  founded 

mild^aSchkifer,Pka 


ror  iib«cr1pUo«  «nd  h^forrMOon, 

MSpageli  IMlMtTUUoettC^tiMrMigim 


And  the 
healthcare 
professionals' 
answerto 


I 


I 


ProtectaCap®  is  ideal 
for  post-surgery  and 
therapeutic  activities. 
ProtectaCap  is  made 
v/ith  proven  shock- 
absorbent  Ensolite® 
foam  v/hich  helps  to 
prevent  injury  by 
absorbing  the  impact 
of  a blow  or  fall. 
ProtectaCap's  unique, 
expandable  design 
provides  a 

comfortable,  custom  fit 
for  each  child  under 
six  years  of  age. 

And  ProtectaCap 
weighs  only  three 
ounces. 

Tested  by  safety 
engineers, 

ProtectaCap  rates 
''excellent''  in  shock 
absorption.  It  replaces 
hard  plastic  by 
eliminating  weight, 
heat,  bacteria  and 
discemfort. 

Little  heads  are 
secured  quickly  with  a 
convenient  Velcro® 
closure.  And 
ProtectaCap  is  fully 
machine-washable. 
ProtectaCap  is  cute, 
colorful,  and  adds  to 
the  self-esteem  of  any 
child  requiring 
headgear. 


( 4\Ve  had  a IHtle  girl  with  hydfqcephdius.  ^ewse  of  ^ef 
^hormally-$hd>>«a  h«id/  we  d 

custom-mode  helmets.  ProtecfaCdp  fits  greet  and  It  works  so  wall. 
We've  been  ‘very  happy  with  It.  O^or  helirteh  ore  so  obstrottye-. 
looking.  ProtectaCap  kicks  $0  nice. 

L.  $o$9^bMHlh^^Qccupathnof  Th^rdpkf,  Shnnen  jtiospii^dtf  forlhn^,  OR 


. 44ProtectaCdp  Will’  Stay  on  the^chiW  and  protect  his  head. 
Most  children  hdv3  weak  ricck  musekw.  ProtpctdCjip  is  «o 
much  lighter  than  other  hdmets.99 

5.  Batnr,  Fhytkai  Coeonwoed,  AZ 


P€4'i.  4iThe  neurosurgeon  loved  PfbtectdCop>.  He  Sent  it 
1 home  with  ^e  patient  after  cranial  surgery.^  f 

^ Atortodttf  H6tpikil,  San  Antonh^  JX 


" 44ProtectoCap  Is  the  best  thing  In  the  worldl  lt's  so 
^ comfortoble.  ^e  doesn't  toke  it.  off  her  heod  like  the 
other  ones.  It  really  protects  her.  And  it's  so  cute. 

Thonk  you  very^much.f  ^ Far^,  iombord,  fL 

4 4 Your  ProtectaCaps  ore  colorful  and  of^  many  good 
features  for  comfort.  We  will  recommend  them  to  our 
families.  ChUdrm's  Ho$pifa(  ^ PhikMphh,  fhihcMphh,  fA 


44My  daughtef^as.a  shunt  in  her  head. 
ProtectoCop  protects  It  realty  well.  It's  wonderful .9  9 
C Vanckrpotr  Axrpnf,  BtfUngham,  WA 
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“All  Together,  Now!” 

Many  articles  have  made  me  want  to 
sit  down  and  write  you,  but  after  read- 
ing “All  Tbgether  Now,”  the  guest  edito- 
rial by  Justin  Dart  (Februaiy  1995),  I 
finally  did.  This  piece  should  be  a 
warning  ciy  to  your  readers  that  we 
must  not  become  complacent  with 
respect  to  hard-won  gains  made  on 
behalf  of  people  with  disabilities. 

I worked  for  two  congressmen  in 
the  1970s,  and  have  always  followed 
the  political  scene  closely.  I believe 
that  politics  is  the  art  of  compromise, 
but  today’s  political  climate  seems  to 
lack  the  kind  of  give-and-take  that  is 
necessary  to  move  ahead.  It  is  disturb- 
ing to  think  that  the  msuority  party  in 
Congress  could  seek  to  undermine  the 
basic  rights  of  our  loved  ones. 

AlC.,  Maryland 

a I could  not  agree  more  wholehearted- 
ly with  Mr.  Dart  It  is  of  crucial  impor- 
tantance  that  we  all  voice  our  opposi- 
tion to  any  congressional  actions 
designed  to  weaken  the  American  with 
Disabilities  Act  (ADA),  the  Individuals 


with  Disabilities  Education  Act  (IDEA) 
or  any  oti\er  statutes  protecting  children 
and  adults  with  disabilities. 

Tbdays  le^lators  should  under- 
stand that  Congress  passed  IDEA—the 
law  ensuriivg  that  children  with  disabil- 
ities receive  a public  education — as  a 
cost-saving,  not  a cost-incurring, 
statute.  The  entire  purpose  of  IDEA 
was  to  enable  our  children  to  develop 
into  economically  productive  citizens 
of  our  society.  Let  us  work  together  for 
victory  in  this  watershed  legislative 
session  of  the  United  States  Congress. 

Ji?G.,  Tennessee 

ChUdCar^ 

I am  the  inclusion/special  needs  rep- 
resentative for  the  Arrowhead 
Association  for  the  Education  of 
Young  Children,  an  affiliate  of  the 
National  Association  for  the  Eklucation 
of  Young  Children.  I have  assisted  in 
daycare  centers  and  preschools  and 
was  a preschool  teacher  for  a short 
time.  I am  also  an  experienced  respite 
care  provider. 

The  entire  February  issue  really  got 


me  excited  I immediately  started  to 
write  to  some  of  the  organizations  list- 
ed in  the  resource  directory  so  I could 
make  contacts  for  information. 

I love  your  magazine! 

J.K,  California 

■ I want  to  commend  you  on  the  won- 
derful job  you  did  with  the  articles  on 
early  childhood  (February  1995).  The 
magazine  provided  a lot  of  really  useful 
information,  and  the  stories  fiom  real 
families  about  their  child  care  experi- 
ences were  sipeib. 

I want  to  correct  several  statements 
in  “Child  Care  and  the  ADA”  First,  with 
regard  to  the  “direct  threat”  exc^ 
tion — ^in  the  ADA  regulations  on  “pub- 
lic accommodations”-— a child  may  be 
excluded  only  if  he  or  she  poses  a 
threat  (defined  as  “a  substantial  risk  of 
harm”)  to  others;  a child  cannot  be 
excluded  because  of  risk  to  self.  This 
coiifusion  has  arisen  because  the  ADA 
regulations  dealing  with  employ^nent 
allow  the  exclusion  of  individuals  who 
pose  a risk  to  themselves. 

It  is  also  a bit  misleading  to  say  that 

continued  on  page  6 
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VtniA  ^Tb  reach  out  to  parents 
(/(JuUren  and  young  adults 
widi  disabilities  ond  special 
health  care  needs  and  to  dK 

professionaJt  who  seroe  hmitks 

^ To  empower  parents  and 
professionals  by  providing 
practical  information  and 
emotional  support 

Etimui  livitMY  imi 

USA  BLUMBERG,  J.D.,  Corponte 
Attorney,  Aebu.  Hartford,  CT 
T.  BERRY  BRAZELTON,  M.D.,  Clinical 
Profeswr  Emeritui  of  Pediatrics, 
Harvard  Medical  School,  Boston.  MA 
CHARLENE  BUTLER,  Ed.D,  President, 
American  Academy  for  Cerebral  Palsy 
and  Developmental  Medklne, 
RosemonUL 

FRANCES  R CONNOR,  Ed.D.,  Professor 
Emerita,  SpeciM  Educatkxv  Cohmtb^ 
Unhrerslty  Ibachers  CoBege,  New  Yorit,  NY 


ALLEN  C.  CROCKER,  M.D.,  Director. 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 
EU  FACTOR,  DJd.D.,  Parent,  President, 
Wheelchair  Motorcycle  Association, 
Brockton,  MA 

MURRAY  FEINGOLD,  M.D.,  Physician- 
in-Chief,  National  Birth  Defects  Center, 
Waltham.  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  AWORU)  OF 
DIFFERENCE  institute,  Anti-Defamation 
League,  Boston,  MA 
BRUCE  M.  CANS,  M.D.,  President, 
Rehabilitatioct  Institute  of  Michigan, 
Detroit,  Ml 

SOL  GORDON,  Ph.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 
STANt£Y  I.  GREENSPAN,  M.D.. 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
Washington  University  Medical  School, 
Washington,  DC 

HERBFJtr  J.  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology,  and 
Psychiatry,  Univ.  of  Michigan  Medical 
Center,  Ann  Arbor.  Ml 
DAVID  HIRSCH,  M.D^  Phoenix 
Pediatrics,  Phoenix,  AZ 


GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rockland  County 
Center  for  the  Physically  Handicap!^. 
Pomona,  NY 

SUSAN  M.  KLEIN,  Pfa.D.,  Profesd)r 
of  Special  Education,  Schotd  of 
Education,  Indiana  University, 
Bloomington,  IN 
DINALOEBL,EdJ).,OTR, 

Associate  Professor.  Department 
of  Occupational  Then^ty.  School 
of  Education,  New  York  University, 

New  York,  NY 

EDWIN  W.  MARTIN,  HlD^  President 
Emeritus,  National  Center  for  Disunity 
Services,  Abertson.  NY 
JAMES  MAY,  M A,  M.Ed.,  Project 
Director,  National  Fathers'  Network. 
BeOevue.WA 

JEAN  B.McGREW,l1i.D., 
Superintendent,  Glenbrook  School 
Dish  let  #225,  Glenview,  !L 
EOV<ARD  NEWMAN,  Ph.D.,  Professor, 
Terrty:^  University  School  of  Social 
Administration,  ntlladeiphia,  PA 
BETTY  PENDLER,  M.S.,  Parent, 

Member,  New  York  State  Dewkynental 
DlsabOitka  Nannli^  Council,  New  Ynrl  NY 
STEVEN  R PERLMAN,  D.D.S., 
M.Sc.D.,  Auistant  Dlnlcal  Professor, 
Boston  University  School  of  Dentistry. 

ill 
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HARVEY  PRESSMAN,  President, 
Corporation  for  Opportunity  Expansion, 
Newton,  MA 

SIEGFRIED  M.  PUESCHEL,  M J)., 
Parent,  Prof,  of  Pediatrics,  Brown  Univ. 
School  of  Medicine.  Providence.  R1 
PEGGY  MANN  RINEHART,  BA.  Parent, 
Director  of  Communications,  Center  for 
Children  with  Chronic  lUness  and 
Disability.  University  of  Minnesota, 
Minneaptrfis,  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston,  TX 
HARILYN  ROUSSO,  A.C.S.W.,  Director. 
Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  MA,  Director. 
Child  Ufe  Dept..  Rhode  Island  Hospital, 
Providence,  R1 

HOWARD  SHANE,  Ph.D.,  Director. 
Communications  Enhancement  Center. 
Children's  Hospital.  Boston.  MA 
CAROL  T1NGEY,  Ph.D.,  Parent. 
Psychologist,  University  of  Utah 
Hospital,  Salt  Lake  City,  UT 
HAROLD  1URNER,D.D.C., 

Associate  Professor,  Retired,  School  of 
Graduate  Denllstry,  Boston  University, 
Boston,  MA 
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Incontinence  Products? 

'pai^quility  has  the  answeirs! 

• Extra  Small  and  Small  Tranquility*^  Pad  and  Pant 
Systems  look  like  regular  underwear  but  have  a special 
inner  moisture  barrier  and  leg  cuffs  for  double  leakage 
protection.  The  High  Capacity  Pad  with  flushable  core 
secures  easily  in  the  pant's  closure. 


TRANQUILITY  PEACH  MAT  GUARANTEES 
SKIN  DRYNESS.  ODOR  REDUCTION. 

URINE  NEUTRALIZATION  AND 
INHIBITION  OF  BACTERIAL  GROWTH 


> SlimLine®  Fitted  Liner  is  designed  to  be  discreetly 
worn  in  your  child's  own  underwear  secured  by 
an  adhesive  strip.  Lycra®  leg  gathers  cffer  greater 
containment. 


• Youth  Disposable  Underpants  with  SlimLIne® 
Komfort  Monitor®  and  are  made  of  white 

outer  material.  Kufguards  are  designed  to  protect 
clothing,  linen  and  furniture  against  leakage. 


' Only  Tranquility  products  have  the  Peach  Mat 
Guarantee  imprinted  on  every  product 


All  Tranquility  disposable  products  are  latex-free. 


1 1995  Principle  Business  Enterprises.  Inc. 


A Complete  Line  of  Environmentally  Friendly  Incontinence  Products  For  Your  Child 


Free  Trial  Offer 


Order  Now  • Call  Toll-Free 
l-SOOOO-PEACH  or  mail  this  form  to: 

Principle  Business  Enterprises,  lnc.;Pine  Lake  Industrial  Park,  Dunbridge,  OH  43414 


Name 

Address  . 
City 


_ State 


-ZiP- 


Telephone. 
Waist  Size. 

er|c~ 


. Hip  Size 


Please  send 
me  the  items 
circled  to  the 
right.  Enclosed 
is  $1 .00  for 
land 


^ ^^dling.  ExP 


Reguiar 

TrimShieWf 

Pads 


SijmLine*  Disposabie 
Underpants  . -r~^ 


Super-Plus  TrimShield* 

TrimShieirf  - . / . ' Just  For  Men  j 
Pads 

SiimLine*  Fitted  SiimLine*  Adjustable  Briefs 


High  Capacity  Pads 
& Washable  Pants 


with  Seff-gnpomg  Ships 


SiimLine*  Booster 
Pads 


SiimLine*  Peach  Sheet 
Care  Pads  > 


il 


Trial  Kits  sold  at  a 
discount  price;  call 
1-600-467-3224. 


V|  If  rWi  (fi  nN  o 


CIrcki  # 19 
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^Appropriate  movement 
not  static  positioning, 
is  the  key  to  improved 
health  and  independence*^ 

The  M.O.VE*  curriculum 


Walking  with  his  father  is  now  a daily  joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  teachers,  M.O.VE  * and  Rlfton  Equipment,  Duane  is  making  real 
progress.  The  M.O.V.E.*  curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disabilities.  Working  in  partnership 
with  M.O.V.E.*  founder  Linda  Bidabe,  Rlfton  has  developed  a 
complete  line  of  equipment  to  support  the  M.O.VE.*  program. 

• The  M OV.E.  curTlculum  Is  ( opyrlj^htcd  by  the  Kern  County  California 
Superintendent  of  Schools  aivd  licensed  to  M.O.V.E.  International. 

Take  your  first  step  today.  Call  1-800-374  3866 
for  more  Information  and  a free  catalog. 


O 
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continued  fivm  page  ^ 
to  exclude  a child  for  this  reason,  a 
child  care  provider  “must  document 
efforts  made  to  include  the  child.” 

Any  decision  about  excluding  a child 
must  be  made  using  objective  infor- 
mation— such  as  medical  informa- 
tion— not  sheer  speculation.  If  the 
threat  of  harm  can  be  eliminated 
through  reasonable  accommodations 
in  the  program,  this  must  be  done.  In 
any  case,  the  “direct  threat  excep- 
tion” is  a very  narrow  one,  and  will 
not  ordinarily  be  considered  a proper 
basis  for  a child  care  program  to 
exclude  a child. 

As  you  mentioned  in  the  article, 
the  Child  Care  Law  Center  provides  a 
number  of  publications  on  this  topic. 

I wanted  to  add  that  all  publications 
are  also  available  in  Spanish. 

Abby  Cohen,  Managing  Attorney 
Child  Caiv  Law  Center 
22  Second  St.,  5th  FI. 

Sail  Francisco,  California 

Happy^  But  He  Shouldn't  be  Wet 

Words  cannot  express  the  sorrow  I 
feel  for  Marcia  Todhimter  and  her 
family  (“Wet,  But  Happy,”  February 
1995).  I don’t  feel  this  sorrow 
because  Todhunter’s  son,  Ben,  has 
severe  disabilities,  but  because  the 
family  has  encountered  a person  who 
has  the  worst  disability  of  aU — intol- 
erance. 

My  six-year-old  son  is  still  in  dia- 
pers. 1 nave  met  some  very  ignorant 
check-out  clerks  at  our  local  retail 
store  where  I buy  diapers,  but  the 
administrator  in  Ben  Todhunter’s  day 
care  program  reaUy  takes  tlie  cake! 

Even  if  this  school  program  is  not 
included  as  part  of  Ben’s  lEP, 
Todhunter  still  has  a tool  she  can  use 
on  her  son’s  behalf.  It  is  the 
Americans  with  Disabilities  Act 
(ADA).  The  ADA  states  that  public 
accommodations,  including  child 
care  centers,  must  make  reasonable 
modifications  in  policies,  practices 
and  procedures  to  accommodate 
individuals  with  disabilities.  Helping  a 
child  with  toileting  should  be  consid- 


' ered  a reasonable  modification.  It 
j sounds  like  the  staff  is  willing  to  help 
this  child;  if  so,  they  should  stand  up 
to  the  administrator  and  let  her  know 
she  is  wrong. 

I am  glad  Ben  is  hsqppy  in  this  pro- 
gram and  that  he  is  doing  so  well,  but 
he  should  not  be  wet. 

M.P.,  Illinois 

Thanks  for  “Hop  On!” 

We  were  thrilled  and  inspired  to  see 
Stephanie  Royster’s  stor;  (“Hop  on!” 
March  1995).  Like  Stephanie,  our 
three-and-a-half-year-old  daughter, 
Kelly,  also  has  spinal  muscular  atro- 
phy (or  Werdnig-Hoffman  disease). 
Kelly  got  her  power  chair  when  she 
was  three  and  quickly  mastered  it.  It 
I was  wonderful  to  be  able  to  show 
her  another  child  who  is  in  the  same 
situation. 

D.G.,  Michigan 

Professional  Praise 

Although  I am  a professional  (a 
teacher  of  children  with  severe  dis- 
abilities), I find  Exceptional  Parent 
much  more  interesting  and  informa- 
tive than  many  “professional”  jour- 
nals. Keep  up  the  good  work. 

C.H.,  Florida 

Fathers’  Voices 

I have  reaUy  ei\joyed  the  Fathers' 
Voices  column  in  Exceptional  Pai'ent. 
It  makes  me  feel  more  like  a real  per- 
continued  on  page  8 


Teil  us  about... 

...your  idews  on  and 
. experiences  with  various 
educational  options 
(iiichukm,  special  schools,  etc.). 

I Write  to:  Readers  Talk,  Exceptional 
! Paeent,  209  Harvard  St,  Suite  303, 

, Brookline,  MA  02146,  (617)  730^8742 
(fax),  A sampling  of  reader  responses 
to  this  question  will  appear  in  a 
future  issue. 


For  more  information  on  Apple* 
products,  contact  us  at  800-600-7808, 
800-755-0601  (TTY),  or  on  the 
Internet  at  applew(isg@e\vorld.com. 


: / -'i  y.-'- 1 %.!•/•.  vJ  vfw  f*.  vr> ' V •' 
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son  to  see  SO  many  of  my  thoughts 

and  feelings  put  into  perspective.  I 

certainly  appreciate  James  May’s 

efforts. 

T.C.y  Nebraska 

Inspiration  for  a Support  Group 

My  sevemyear-old  daughter  is  beauti- 
ful, energetic  and  loving.  A birth 
ii\jury  left  her  with  moderate  mental 
retardation,  a severe  seizure  disorder, 
attention  a.?ficit  hyperactivity  disor- 
der (ADHD)  and  sensory  integration 
disorder.  She  was  not  diagnosed  until 
the  age  of  five  because  she  has 
always  been  very  healthy  and  in  her 
birth  records,  the  hospital  neglected 
to  mention  that  she  was  without  oxy- 
gei  for  15  minutes  after  birth. 

I began  reading  Eocceptional 
Pa''  mt  when  my  daughter’s  disabili- 
ties were  first  diagnosed.  A wonder- 


ful doctor  gave  me  my  first  copy.  It 
has  been  an  excellent  resource — 
very  informative,  even  heartbreaking 
at  times.  I have  yet  to  read  an  issue 
that  doesn’t  bring  tears  to  my  eyes. 
The  magazine  has  helped  reduce  my 
feelings  of  isolation,  fear,  self-pity 
and  grief  It  has  given  me  the 
strength  and  courage  to  do  what  is 
necessary  to  improve  the  quality  of 
life  for  my  family. 

We  live  in  a rural  area,  about  70 
miles  north  of  Minnellis. 

Resources  in  Minneapolis  are  inac- 
cessible to  us  due  to  distance.  I had 
been  looking  for  a parent  support 
group  for  two  years  but  could  not 
find  one  within  a 50-mile  radius  of  my 
home.  After  reading  the  September 
1994  issue  focusing  on  education,  I 
was  inspired  to  begin  my  own  sup- 
port group.  I annoimced  it  in  a letter 


to  the  editor  of  our  local  newsp^er 
and  our  first  meeting  was  held  in 
October.  Nine  people  attended — 
three  parents  of  older  children,  four 
parents  of  younger  children  and  two 
special  education  teachers  in  our 
school  district 

Many  professionals  have  offered 
their  services  to  lead  discussions  of 
topics  ranging  firom  accessing  ser- 
vices to  dealing  with  feelings  of  grief 
and  loss.  We  plan  to  form  a sibling 
support  group  and  organize  social 
events.  The  school  district  has  asked 
me  to  write  an  article  about  the 
group  in  their  monthly  newsletter. 

I would  like  to  help  make  your 
magazine  more  available  to  families 
in  this  community.  I don’t  want  to 
part  with  any  of  my  issues  because  I 
reread  them  often. 

J.L.,  Minnesota 


BEDWETTING 

Pacific  International  has  been  dealing  with  this  major  parasomnla  and  correcting  it  effectwely  for  44  years  when  not  caused  by  organic  defect  or 
disease.  When  a proper  correction  is  achieved  with  an  enuretic  (bedwetter),  they  may  loam  to  sloop  bettor  or  more  normal.  If  you  have  a 
bedwetter,  you  might  like  to  see  what  Pacific  international  can  do.  IF  YOU  WAIT  TILL  ITS  EyiPEWT  ITS  AFFECTED  YQUB  CHiLPi  YOU  HA¥i 
WMTEO  TOO  LOWS. 

Bedwetting  can  cause  a lack  of  salf-lmago,  self-eataem  and  lead  to  other  problems.  They 
can't  go  to  camp  or  stay  over  with  friends  without  having  fear  or  stress. 

The  wet  bed  is  not  the  only  problem.  The  child  or  adult  who  has  the  problem  of  bedwetting  is  sleep- 
ing incorrectly  and  may  not  benefit  from  the  REM  (Rapid  Eya  Movomant)  sleep  the  way  they 
should. 

The  late  Dr.  Joseph  6.  Molnor,  Master  of  Public  Haalth,  recommended 
our  Program,  as  do^  Dr.  E.  Safapour,  Master  of  Public  HoaFtii  and  Dr. 

Douglas  Palmantor,  Pediatrician  of  IE  years.  Send  for  our  free  booklet; 

“Bedwetting  - what  it’s  all  about  and  how  to  end  it.  ” 

EQUALLY  EFFECTIVE  FOR  ADULTS 


•WE  HELP  SOME  DOCTORS'  CHILDREN" 


OIM6  PftcMc  imomalorwl  Ltd 


MAIL  TO:  Pacific  International  555  Bkch  St,  Nekoosa,  Wl  54457 
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Qerkshire 

]VJeadows  - 


a place  of  “small  miracles” 

Nestled  in  the  serene  beauty  of  the  Berkshire  Hills  in  western  Massachusetts, 
Berkshire  Meadows  is  a private,  non-profit  residential  school  for  children  and 
adolescents  who  are  severely  developmentally  delayed  and  may  be  multiply 
disabled.  Our  program  includes  thorough  medical,  psychiatric  and  nursing  care, 

speech  therapy  and  augmentative  communi- 
cation, behavior  managetnent,  physical 
therapy,  hydrotherapy  and  functional 
communication.  An  innovative  approach  to 
education  includes  sensory  stimulation,  self 
care,  and  the  development  of  precognitive, 
cognitive,  pre-vocational  and  independent 
living  skills.  We  have  an  open-door  visiting 
policy,  with  each  clients  family  encouraged 
to  participate  in  their  child's  program. 


•^f^hroughout  all  the  programs  at  Berkshire  Meadows  is  a commitment  to  improving  each  young 
i person's  ability  to  communicate.  For  most  of  these  young  people,  there  has  been  no  incentive  to 
communicate:  their  basic  needs  have  been  provided  for,  in  one  way  or  another,  and  they  have  in  any  event 
been  unable  to  express  needs  or  wants  in  ways  that  other  people  understand.  So  the  first  task  is  to  motivate 
communication,  which  we  do  by  offering  choices  - of  toy,  snack,  drink,  etc.  By  using  pleasurable  choices  and 
consequences,  we  provide  even  greater  incentive  to  the  child  to  break  through  his  or  her  passivity. 


In  general,  the  Berkshire  Meadows  staff  use  Total  Communication  with  all  the  students  - that  is,  we  use 
a combination  of  sign  language,  facial  expressions  and  words.  However,  for  many  of  our  students  using 
normal  sign  language  is  not  feasible,  so  we  develop  individual  augmentative  communication  skills.  We 
teach  the  use  of  mechanisms  such  as  object  displays,  switch-operated  scanning  devices  and  VOCAs  (voice 
output  communication  aids)  ranging  from  simple,  pre-programmed  devices  to  sophisticated  computers 
with  speech  synthesizers.  Once  a system  of  communication  has  been  established,  we  ensure  that  family 
members  and  all  staff  are  trained  to  understand  it,  so  that  the  student  is  spared  the  repeated  frustration  of 
not  being  understood. 

Concomitant  ivith  learning  to  communicate  is  the  ability  to  impact  one's  oion 
life.  For  the  youngsters  at  Berkshire  Meadows,  this  is  a primary  step  toward 
psychological  development  and  emotional  wellbeing.  We  believe  that  all 
children,  no  matter  hoiv  severely  disabled  or  mentally  retarded,  can  make 
progress,  and  that  through  careful  assessment  of  all  aspects  of  development, 
con.  iered  planning  and  teaching,  round-the-clock  structure,  and  a nurturing 
efwironment,  children  can  achieve  their  maximum  potential. 


For  further  information,  please  contact:  Gail  Charpentier,  Executive  Director, 
Berkshire  Meadows,  249  North  Plain  Road,  Housatonic,  MA  01236  (413)  528-2523 
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Alpha-Mannosidosis;  Telling  a 
Child  About  her  Disease 

I My  10-yearold  daughter  has  been 
I diagnosed  with  alpha-mannosidosis. 

This  is  one  of  the  lysosomal  storage 
disordei's,  progressive  diseases  in 
which  a defective  enzyme  causes  bio- 
chemicals (in  the  case  of  alpha-man- 
nosidosis,  oligosaccharides)  to  be 
stored — ^rather  than  metabolized — ^in 
the  body.  Alpha-mannosidosis  is  simi- 
lar to  mucopolysaccharidosis  (MPS),  | 
but  much  rarer,  affecting  only  a few  ! 
hundred  people  in  the  U.S.  There  is  j 
no  known  treatment.  j 

daughter  has  been  diagnosed 
with  alpha-mannosidosis,  type  n,  a 
“mildei^  juvenile  fomx  Her  immune 
system  is  probably  affected;  she  is 
undergoing  testing  to  confirm  thi&  She 
also  has  a bilateral  hearing  impairment, 
learning  disabilities,  mild  mental  retar- 
dation and  many  physical  difficulties. 

I w^ould  like  to  hear  fixim  anyone 
who  Ivas  information  on  alpha-mannosi- 
dosis, or  who  knows  other  families 
dealing  with  this  disease.  I would  also 
like  to  hear  how  other  parents  have 
approached  the  delicate  situation  of 
explaiiimg  a disease  like  this  to  a 
child — ^when  have  you  found  it  s^pro- 
priate  to  do  so,  and  how  much  informa- 
tion did  you  volunteer^?  My  ex-wife  and  I 
have  found  it  hard  to  agree  on  what  to 
tell  our  daughter.  Fd  especially  like  to 
hear  from  other  divorced  parents  deal- 
ing with  this  issue.  How  have  you  han- 
dled it,  and  how  did  it  work  out? 

PM.,  Georgia 

Colorful  Brace  Stockinettes 

My  daughter  is  almost  four  years  old 
and  wears  bilateral  KAPO’s  (knee- 
ankle-foot  orthoses).  She  uses  **brace 
liners,”  cotton  stockinettes  that  absorb 
perspiration  and  prevent  the  plastic 
part  of  her  braces  from  sticking  to  her 
legs.  Although  young,  my  daughter  is 
quite  fashion-conscious  and  wants  leg- 
gings in  different  colors.  WeVe  tried 
tights,  but  because  the  braces  cover  her 
thighs,  tights  make  diapering^toileting 
difficult  Does  anyone  know  a source 
for  colorful  brace  stockinettes? 

E.L,  Neu)  Yoiii 


Bom  Without  Arms 

My  IS-month-old  daughter,  Kayla,  was 
bom  with  amblia  of  tlie  upper  extremi- 
ties; in  other  words,  she  was  bom 
without  arms.  This  is  a rare  physical 
disability  occurring  once  in  every 
450,000  births.  Experts  believe  Kayla’s 
disability  has  no  specific  cause  or  ori- 
gin; it  just  happened  by  chance. 

I am  looking  for  families  who  have  a 
child  wiffi  this  or  a sirnilar  disability 
who  can  give  us  insight  and  si?)porL  We 
would  appreciate  any  correspondence. 

P.BA.,  Louisiana 

Editor's  Note:  Superkids  Newsiitier 
(60  ayde  St,  Newton,  MA  02160)  is 
a terrific  publicatim  of  useful 

iitfonnation  and  stories  firm  fami- 
lies and  kids  who  have  limb  disorders 
like  your  da.ughtei'*s.  Subscriptions 
are  free  (two  issues  per' year).  To  help 
families  of  children  with  similar 
limb  disorders  find  each  other, 
Superkids  also  publishes  a directory; 
$12  for  families,  $17 for  profession- 
als (indrides  postage). 

Partial  THsomy 
of  Chromosome  One 

Our  10-month-old  daughter  has  partial 
trisomy  for  a portion  of  the  distal  long 
arm  of  the  first  chromosome.  Ashley 
was  bom  with  a club  foot;  a CAT  scan 
showed  that  the  corpus  callosum  por- 
tion of  her  brain  did  not  fiiUy  develop. 
She  currently  receives  physical  ther£q)y 
and  speech  ther^y;  most  of  her  motor 
I skills  are  at  a sbc-month-cld  level. 

The  doctom  tell  us  this  is  a very  rare 
condition.  We  have  been  unable  to 
locate  any  other  children  with  this 
chromosomal  abnormality.  We  would 
like  to  hear  hrom  anyone  who  has  any 
information  about  this  condition. 

SP.  & SR,  Nor'tk  Carolina 

Dealing  with  Seizures 

My  wonderful  son,  Christopher,  is 
• almost  three  years  old.  He  scoots 
around  on  his  behind  and  is  just 
starting  to  stand  by  holding  onto  fur- 
niture. His  speech  is  limited  to  coo- 
ing and  babbling. 

In  July  of  1993,  Chiistopher  had  an 


MRI  which  showed  that  he  had  cere- 
bral dygenesis;  meaning  roughly  half 
his  brain  is  gone.  He  has  had  a nor- 
mal EMG,  and  an  abnormal  EEG. 
Chromosome  tests  have  been  normal. 

Christopher  has  developmental 
delays,  hypotonia  Qow  muscle  tone; 
mainly  on  the  left  side),  slightly 
clubbed  feet,  farsightedness  and  a 
seizure  disorder.  His  seizui'es  are 
controlled,  for  the  most  part,  by 
Dilantin.  But  now,  when  he  does 
have  seizures,  he  stops  breathing. 

Are  there  any  other  children  out 
there  like  Christopher?  I want  to 
know  how  other  parents  deal  with 
the  seizures.  In  particular,  how  do 
other  parents  sleep  at  night? 
Christopher  is  on  a monitor  right 
now,  but  it’s  showing  he  has  some 
apnea  I want  to  know  how  far  this 
might  go,  and  what  we  can  expect. 
Right  now  we  don’t  have  many 
answers  and  it  would  be  nice  to 
know  that  we  are  not  alone. 

D.R.,  Wisconsin 

Adams-OIiver  Syndrome 

Fm  a 21-year-old  mother  in  search  of 
information  on  a rare  genetic  disorder 
known  as  Adams-Oliver  syndrome, 
which  involves  congenital  scalp,  skull 
and  skeletal  defects.  My  one-year-old 
daughter  was  bom  with  ^^lasia  cutis 
congenita  on  the  top  of  her  head;  this 
means  that  the  skin  in  that  area  did 
not  develop.  That  has  healed  over.  In 
addition,  her  toes  are  very  short 

My  daughter’s  case  is  unique 
because  she  has  severe  brain  dam- 
age— ^not  typically  associated  with  this 
syndrome.  However,  doctors  say  that 
her  brain  damage  may  be  related  to 
the  syndrome,  occurring  as  a result  of 
deformities  of  the  veins  in  her  brain. 

My  husband  and  I have  done  as 
much  research  as  we  can.  We  know 
there  have  been  only  40  cases  of  this 
syndrome  reported  since  it  was  first 
diagnosed  in  1945.  Some  of  these 
cases  included  vascular  deformities, 
but  none  as  severe  as  our  daughter’s. 
We  are  looking  for  any  information 
that  may  help  us  help  our  daughter. 

EL,,  Arkansas 

rotUftnwd  on  juigr  III 
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« Back  and  forth,  in 
and  out  of  convene 
donal  hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child’s 
neurological  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 
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Hospital  for  Children  and  Adolescents  * 9407  Cumberland  Road  * New  Kent,  Virginia  23124  * 1-800-368-3472 
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\ Kartagener  Syndrome 

! I am  the  mother  of  a five-year-old 
; boy  who  has  immotile  cilia  syn- 
drome, also  known  as  Kartagener 
1 syndrome,  a genetic  disorder  char- 
i acterized  by  chronic  sinusitis  and 
i respiratory  problems. 

My  son  gets  frequent  respiratory 
' infections  and  is  often  hospitalized 
' to  have  intravenous  antibiotics.  He 
has  asthma  and  a speech  delay. 

My  husband  and  I have  not 
found  any  other  families  dealing 
with  this  syndrome  or  many  doc- 
; tors  who  know  much  about  it.  We 
are  looking  for  any  information, 
and  contact  with  other  families  to 
start  a support  group. 

B.U.,  Michigan 

; Chromosome  10p~ 

We  have  a two-year-old  son,  Jake, 
who  has  been  diagnosed  with  a P 
deletion  of  chromosome  10.  Jake  has 
a severe  hearmg  irnpairment,  multi- 
cystic  dysplastic  kidney  disease  and 
global  developmental  delays. 

We  are  seeking  information  about 
j the  tenth  chromosome — what  infor- 
! mation  is  stored  there  and  what  are 
i the  effects  of  a deletion?  I want  to 
' hear  from  odier  families  who  have 
dealt  with  abnormalities  involving 
; chromosome  10. 

i J.S.,  Caiybynia 

I 
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Seaidi  aiKi  Respond  is  an  oppoituni^  for  our 
ers  to  exchange  infonnation  about  their  practical 
experiences  meeting  the  everyday  challenges  of  life 
with  a diikl  or  adolescent  with  a disabili^.  We  also 
expect  pajenb  to  ask  appropriate  prefer 
Please  indkate  wh^r  the  letter  h 
response.  If  a re^xmse,  be  sure  to  note  in  which 
issue  the  original  Search  letter  appeared.  All 
responses  are  forwarded  to  the  writers  of  the  Search 
letti^  some  are  published  Publis  letters  may  be 

edted  ior  purposes  of  space  and  darity. 

Write  or  fax: 

Search  or  Respond,  Exceptionai  Parnit 
209  Harvard  Street,  Suite  303, 
BrookHne,MA  02146-5005 
Fax:(617)730-8742 

For  infonnation  about  specific  disabilities,  contact 
the  National  Organization  for  Rare  Disorders 
(NORD),  100  Rt  37,  RO.  Box  8923,  New  FaiiMt,  a 
06812,  (800)  999-NORD,  (203)  7466518.  Aho,  see 
‘‘National  Resources  for  Spedfic  Disabilities  and 
Conditions”  in  Excsvom  PAmi^s  1995 Resource 
Gtir^  (January  1995). 
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Loud  Noises  in  Public 

; G.W.  &J.W.  (Decembey^  1994)  have  a 
j six-yearold  daughter,  Kaitlyn,  with 
seveye  intellectual  disabilities.  Kaitlyn 
does  yiot  talk,  but  makes  loud  noises 
I and  high-pitched  saeams;  her paients 
yvoyiy  about  hmo  these  noises  will  be 
handled  yoheyi  she  starts  kindeyyayien 
next  year.  They  wanted  to  hearfyxnn 
ayyyone  who  has  dealt  with  a child 
[ who  has  similar  chayacteristics,  ayid 
i 7vere  especially  inteyested  in  sugges- 
; tioyys  for  gettbig  Kaitlyn's  noises 
1 'doum  to  a yeasonable  pitch.  ” 
i I began  to  write  to  you  after  reading 

your  letter,  but  with  our  busy  lives,  I set 
my  response  aside  and  nev'er  finished  it 
I I wish  I had,  especially  after  reading  die 
j response  that  was  published  in  the 
I March  1995  issue.  D.T  from  Tbxas, 

I whose  daughter  also  screams  in  public, 

I said  she  and  her  husband  had  decided 
! against  forcing  their  daughter  to  modify 
j her  behavior — These  screams  are  [her] 

I only  means  of  communication. . . This  is 
one  aiea  where  society  will  have  to 
make  the  adjustments.”  Td  like  to  offer 
J another  opinioa 

Our  son,  Danny,  will  be  five  this 
} summer.  like  your  daugiiter,  Kaitiyn, 
he  ei\joys  picking  things  up  and  drop- 
; ping  them.  He  also  has  a constant 
j need  to  touch  things  and  bring  them 
I to  his  mouth.  Danny  is  uniible  to 
I speak;  when  he  becomes  frustrated, 

! he  bites  his  shirt.  He  also  screams  a 
high-pitched  scream. 

Danny  began  screaming  when  he 
! was  a yeai'  old.  As  he  got  older,  the 
i screaming  became  louder  and  more 
frequent.  I would  have  loved  to  have 
said,  “Well,  society  can  just  deal  witli 
it,”  unfortunately,  society  and  our  edu- 
cation system  don’t  work  that  way. 
Danny  attends  a spe<'ial  school  that 
' is  part  of  the  public  school  system. 

You  can  imagine  how  thrilled  we  were 
, when  his  teacher  told  lUJ  he  felt  Danny 
was  ready  to  attend  a preschool  class. 
We  thouglit,  “He’s  on  hLs  way  now.”  Ho 
bogtui  the  transition  by  attencluig  this 
i class  every  FYiday  for  a month, 
j My  heart  sank  when  Danny’s 
teacher  told  us  that  the  preschool 
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teacher  felt  Danny’s  screaming  was  dis- 
ruptive to  the  other  children;  she  was 
not  sure  he  should  attend  her  class  full- 
time. I knew  that  by  law,  Danny  had  a 
j right  to  attend  her  class.  But  why 
i woijld  I want  someone  teaching  my  son 
! when  she  felt  he  was  a burden? 

I On  a routine  visit  to  the  doctor, 

; Danny  started  his  screaming.  The 
: doctor  asked  if  this  is  what  we  had 
been  telling  him  about  for  the  past 
three  and  a half  years. 

I said  it  was. 

The  doctor  said  he  wanted  to  try 
something.  He  turned  Dan’s  chair  to 
face  him  and  used  a strong  tone  to 
1 tell  him  that  screaming  was  inappro- 
j priate  behavior. 

I I was  ^palled.  We  had  been  going 
to  this  doctor  for  almost  five  years;  he 
knew  the  screaming  was  Danny’s  only 
way  of  communicating.  But  then  I 
realized  that  Danny  had  stopped 
screaming  es  soon  as  the  doctor  rep- 
! riinanded  him. 

' After  that  doctor’s  visit,  my  husband 

I and  I took  a long,  hard  look  at  our- 
selves and  the  way  we  disciplined  our 
son.  We  asked  ourselves  if  Dan  under- 
stood us.  The  answer  was  fyes.”  Then 
1 we  asked  whether  we  would  allow  our 
other  three  children  to  sen  ixu  or 
make  loud  noises  for  no  apparent  rea- 
son. The  answer  was  “no.” 

We  realized  we  were  treating  Danny 
differently  because  of  his  special  needs. 
So  we  began  to  give  him  a time-out 
I every  time  he  screamed,  by  putting  him 
j in  a chair.  This  was  very  hard  for  us  to 
j do.  Every  time  I placed  him  in  the  chair, 
i my  heart  would  bi^eak 
i It’s  been  four  months  since  we 
1 started  doing  this.  Now,  Danny  only 
' screams  once  in  a while.  When  he 
! does,  I can  tell  him  that  if  he 
j screams  again,  he’ll  get  a time-out. 

I Nonnally,  he  won’t  scream  again, 
j This  also  works  in  public.  If  I warn 
I him,  he’ll  stop.  If  he  screams  again, 

1 he  gets  a time-out.  His  teachers  are 
‘ amazed  at  the  difference  in  his 
; behavior.  Very  rarely  does  he  scream 
1 at  school  because  they  also  have  a 
i time-out  chair. 
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The  best  part  is  this:  now  that  we  no 
longer  accept  Danny’s  screaming  as 
communication  or  as  part  of  his  dis- 
abilities, he  has  started  to  use  sign  lan- 
guage. He  now  signs  “yes”  and  “no,” 
and  when  he  wants  our  attention,  he 
uses  appropriate  ways  of  getting  it 
This  may  or  may  not  he^  you;  every 
child  and  family  is  different  I don’t 
know  you  or  Kaitlyn,  but  I thought  you 
might  like  another  idea  instead  of  just 
63q)ectmg  others  to  accept  her  scream- 
ing. I love  my  son  with  all  my  heart  and 
want  all  the  opportunities  in  the  woiid 
for  him.  I learned  that  by  letting  Danny 
scream,  I was  taking  some  of  these 
opportunities  away  from  him — oppor- 
tunities to  make  friends,  to  communi- 
cate better  with  the  people  around  him 
and  to  learn  in  a regular  classroom.  I 
don’t  feel  like  we  made  our  son  con- 
form to  society’s  standards,  but  that  we 
taught  him  he  must  behave  at  home 
and  in  public  in  the  same  w^  we 
expect  our  other  children  to  behave. 

He  has  grown  from  this  experience, 
and  so  have  we. 

D.B.y  Micnigan 

Undiagnosed 

D.N.  (March  1995)  'ims  seeking  a 
diagnosis  far  her  three-year-old 
daughter's  amdition.  Amanda  'ivas 
bom  wi  th  eoctremeLy  haw  muscle  tmie^ 
dislocatable  hips  and  hypermobUe 
joints.  She  began  'ivaMng  indepen- 
dently vnth  the  use  of  ankle-foot 
orthoses  (AFOs)  just  b^o)e  she  turned 
two.  Based  on  a muscle  biopsy,  doc- 
tors believe  she  has  Duehenne  muscu- 
lar dystrophy.  However,  D.N.  has 
doubts  about  this  diagnosis  because 
this  type  of  muscular  dystrophy  is 
rare  in  females,  is  not  evident,  at  Imlh 
and  leads  to  elevated  creatine  phos- 
phokinase  (CPK)  levels— Amanda's 
CPK  levels  are  ncnmaL 
I read  your  letter  out  loud  to  my 
husband.  When  I got  to  the  part 
where  you  said  “I  have  a strong  feel- 
ing that  one  of  the  readers  of 
Exaptional  Payvnt  has  seen  a child 
like  Amanda,”  my  husband  saicasti- 
cally  replied,  “No,  we’ve  never  st>en 


anything  like  that. . .” 

TWo  of  our  three  children  have  a 
connective  tissue  disorder  called 
Ehlers-Danlos  syndrome  (EDS).  Has 
anyone  considered  this  syndrome  as 
a diagnosis  for  Amanda? 

EDS  causes  extreme  joint  laxity 
and  dislocations  in  some  children. 
Biynthea,  the  first  of  our  two  children 
to  be  diagnosed  with  EDS,  was  tested 
for  the  disorder  after  I told  her  pedia- 
trician that  she  would  pop  her  hips 
and  shoulders  in  and  out  at.  will  to 
gross  out  her  sister  and  brother.  She 
wiis  slightly  delayed  with  sitting  and 
crawlmg. 

Grood  luck  to  you.  It  must  be  terri- 
bly hard  to  search  for  a diagnosis.  It’s 
hard  enough  having  one! 

R.K.,  Pennsylvania 

■ We  saw  our  own  experiences  mir- 
Tored  in  the  letter  from  Amanda’s  par- 
ents. Our  son  was  bom  in  May  1984 
with  low  muscle  tone,  joint  hypermo- 
bility and  velvety  skin.  Like  Amanda, 
he  started  walking  after  getting  AFOs. 
Our  doctors  considered  muscular 
dystrophy  as  a diagnosis,  but  he  did 
not  fit  all  the  criteria  Finally,  the 
genetics  specialist  decided  to  investi- 
gate a connective  tissue  disorder 
called  Ehlers-Danlos  syndrome 
(EDS).  A tissue  biopsy  confirmed  this 
diagnosis.  There  are  about  15  differ- 
ent sub-types  of  this  disorder.  • 

The  Ehlers-Danlos  National 
Foundation  was  established  by  Nancy 
Rogowski  and  her  husband  in  1985. 
This  foundation  is  an  enormous  sup- 
port for  anyone  who  has  EDS  or 
knows  someone  who  does.  The  foun- 
dation can  refer  Amanda’s  family  to 
resources  for  diagnostic  testing.  If 
Amanda  is  diagnosed  with  EDS,  they 
can  put  her  family  in  touch  with  oth- 
ers in  their  area 

D.D.  & M.D.,  loiva 

Ennxm's  Non::  Hie  Ehlms-Danlos 
National  Foundaikm  may  be  con- 
tacted at  PO.  Box  1212,  Southgate, 
MI  4S195;  (SIS)  282-0180,  (318) 
282-2793  (fax). 
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SPECIAL  KIDS 
LOVE  OUR 
SPECIAL  EDITION. 


The  AniTryke,  designed  to  give 
physically  challenged  children  their 
first  set  of  wheels,  is  just  one  of 
many  AMBUCS  achievements. 

AmbUCS  provides  fun.  innovative 
service  opportunities  for  people  who 
want  to  help  their  community,  but 
who  don't  necessarily  have  a lot  of 
spare  time.  By  working  together. 
AMBUCS  volunteers  make  their  spare 
time  go  a long,  long  way. 

If  you've  always  wanted  to  help 
others,  but  you  could  never  find  the 
time  to  make  a big  commitment. 
AMBUCS  suggests  you  make  a small 
commitment  instead.  Call  us  about 
membership  opportunities  or  for  in- 
formation on  our  AmTryke. 


Creating  Independence  For  People  With  DissbihUes 


CAll 

1.800.838-1845 

8:30aM-5PM  EST 
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Crisis 


Poetry  and  photos  by  Galen  Lowe 


Take  two  aspirin  and  call  me  in  the  morning;  life  should  be  so  . 
simple.  My  ten-year-old  son  Brennen  has  a fever  and  is  unable 
to  swallow — swish  and  spit,  swish  and  spit,  over  and  over. 

This  is  new,  something  different.  I call  the  doctor’s  office. 

The  nurse’s  voice  sounds  measured,  reluctant  to  squeeze  yet 
another  patient  into  an  already  overcrowded  schedule.  “Well,  if  he 
can’t  swallow,  I guess  you’d  better  bring  him  in."  Brennen  is  list- 
less in  the  car;  he  staggers  like  a drunk  across  the  parking  lot  and 
Into  the  doctor’s  office. 

I never  imagined  how  sick  a child  could  be.  I never  imagined  I 
would  hear  a doctor  saying,  “The  next  few  minutes  will  be  critical. 
If  we  don’t  work  fast,  your  son  may  die.” 

The  next  few  minutes  have  stretched  out  for  three  yeais.  We’ve 
seen  times  of  crisis,  as  well  as  times  of  peace.  Brennen  had  fallen 
prey  to  an  infection  that  made  his  epiglottis,  the  skin-sized  flap 
that  closes  when  we  swallow,  swell  up  to  the  size  of  his  thumb.  He 
could  not  breathe  without  a tube  running  down  his  throat  into  his 
lungs.  His  mouth  taped  shut  around  the 
tube,  he  could  not  speak.  Nights  were  hard. 


Apples 

If  1 have  to  go 

back  to  the  hospital  again 

to  be  with  my  son, 

I'll  always  take  my  knife 

Because  there  is  never 
anything  sharp  enough 
in  the  parents’  kitchen 
to  cut  up  the  apples 
that  frustrate  several 
plastic  knives  before 
yielding  finally  to 
the  blunt  edge  of  a spatula 
I find  behind  the 
microwave. 

When  all  I want 
is  a slice  of  normal  life 
like  apples 
in  my  cereal 
for  breakfast. 


A sticky  fluid  began  building  up  inside  his  lungs;  a respirator  was 
brought  in  to  help  him  breathe.  Scared,  I wrote  “Kites"  at  2:08  in 
the  morning  while  Brennen  was  lying  awake  in  his  hospital  bed, 
exhausted,  and  trying  to  cough  around  his  breathing  tube. 

Brennen  spent  two  weeks  in  intensive  care,  recovering  from 
that  infection  only  to  have  his  body’s  white  blood  cells  rise  up  in 
rebellion  against  him.  Leukemia— another  year  in  and  out  of  the 
hospital.  Now,  fortunately,  chemotherapy,  radiation,  shots  and  a 
never-ending  supply  of  pills  have  finally  laid  this  beast  to  rest. 
Brennen  is  now  six  months  out  of  treatment,  and  confident  he’ll 
never  be  back. 

As  parents  of  children  affected  by  disability  or  disease,  we  face 
challenges  that  force  us  to  reach  deeply  inside  for  resources  we 
may  not  have  known  existed.  For  some,  the  challenge  lasts  a life- 
time; for  others,  the  experience  plays  itself  out  over  a much  shorter 
segment  of  time. 

These  poems  are  expressions  of  what  it  was  like  to  be  with  my  son 
in  the  hospital  while  he  was  living  with  the 
agony  and  frustration  of  cancer. . . 


Nishttime 
on  the 

Pediatric  Floor 

We 

are  the  parents 
who  wait 
unnerved 

rocking  and  holding 
waiting  and  hoping 
our  courage  prevails 

our  dreams 
reveal 

a pearl 
in  place  of 
peril. 


Brennen  Lowe  with  sisters,  Kelsey 
and  Sierra 


I Don’t  FCel 

I don’t  feel 
like  doing  anything 
except  tfv*  things 
1 need  to  do  to  survive. 

I eat,  sleep,  dance 
and  look  for  comfort 
in  the  presence  of  friends 
I care  for. 

The  rest  of  my  world, 
the  part  composed 
of  responsibilities, 
is  piling  up  around 
me  untarched 

as  mountains  reaching 
toward  heights 
I vonder 
if  I siTall 
ever  breach. 
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The  Quilt 

A Requiem 

'JVhose  hands  will  make  the  quilt 

whose  hands  will  lovinsly  stitch 
the  fabric,  fold  the  cloth 

color  in  details  of  the  faces 
la's  since  gone,  of  our  children 
who  died  young,  from  cancer? 

What  field  will  lie  covered 

by  great  squares  laid  out 
open  to  frie  mercy  of  a 

fickle  wind  that  may 
at  any  moment  crumble 
our  memories,  as  it  has  their  lives? 

Whose  hearts  will  lie  open  in  sorrow 
disbelief  at  the  premature 
harvest  of  life 

whose  hands  thrust  deep  into  pockets 
or  held  tight  behind  backs 
will  hold  tears  of  sorrow 
at  the  injustice  of  our  loss. 


Just  about  to  ieave  the 
hospital,  Brennen  Is  already 
thinking  about  his  next 
ballgame. 


Kites 

When  it  hurts. 

Above,  liffing  you 

do  you  ever 

and  your  hand 

try  to  think 

up  out  of  bed,  calling 

of  kites  tied 

you  to  run  free 

not  to  tubes 

to  a place 

but  to  strings? 

where  leaping 

And  about  how 

sideways 

one  of  these 

You  can  dance 

strings,  cne  slender 

laughing 

thread  of  white 

in  the  shadow 

against  the  blue, 
dips  down  from 

of  their  tails? 

This  poem  was  written  after 
viewins  the  AIDS  quilt. 


Despite  his  many  tubes,  Brennen  plays  plenty  of 
Nintendo. 


FaJther»'  Voices  is  a ivgularfeature  qf  Exceptional  Pabent 
wagazina  This  ooturrm,  coordimied  by  James  May^  Project 
Director  qf  Ote  NaUomd  FhtkePs  Network,  focuses  on  fathers' 
experiences  rearing  diUdren  toith  special  needs.  Yourcontri.- 
butions  to  this  column  are  encouraged 
For  more  inforrruUion  about  the  National  Fathers' Netuxrrk 
(NhT^  or  to  receive  their  neiosletter^  write  or  call:  National 
Fathers*  Netivorky  The  Kindering  Center^  16120  NF.  Eighth 
Street,  Bedecue  WA  9S008,  (206)  747Ji0m  or  (206)  23th9664 
(fax).  Funded  by  a Maternal  and  Quid  Health  Bureau  grant, 
theNFN provides  networkinrf  opportunities  for  fathers;  devel- 
ops support  and  mentoring  programs;  and  create^eu^cur 
turn  nrorrwting  fathers  as  significant,  nurturing  people  in 
^ litdrmb  and  families*  lives. 
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(Clockwise  from  left) 
Kelsey  and  Galen  Lowe, 
Janice  Done  Lowe, 
Brennen  and  Sierra  Lowe 
and  Julia  Conti. 


Galen  Lowe  lives  in 
Southwest  Harbor, 

Maine  with  his  wife, 

Janice,  and  step- 
daughters Nikki,  13 
and  Julia,  12.  Galenas  children,  Brennen,  i5,  Sierra,  7, 
and  Kelsey,  15,  live  alternate  weeks  %oitk  Lowe  and  his 
former  wife.  Linden  O'Ryan.  Brennen's  hobbies  include 
soccer  and  competitive  swimming  as  a member  of  the  ^ ^ 
Mt.  Desert  Island  YMCA  swim  team. 

Editor's  Note:  .As  Exceptional  Parent  was  going  to  pres:,, 
we  learned  that  Brennan  had  suffered  a relapse  of 
leukemia.  Doctors  hope  he  will  be  able  to  undergo  a Inme 
'marrow  transplant  in  the  coming  months. 
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Thomas  Strax 

Learning  to  stand 

Thomas  E.  Styvx,  M.D.  is  medical  directo}' of  the  JFK 
Johnson  Rehabilitation  Institute  in  Edison,  New  Jersey. 

He  is  also  a ptvfesso)'  and  department  chair  at  Robert 
Wood  Johnson  Medical  School  and  serves  on  the  boaid  of 
dhectois  for  United  Coebral  Palsy  of  New  Jersey.  Strax, 
53,  gmduatedfyxmi  New  York  University  School  of 
M(dicine  in  I J67.  He  has  a 24-year-old  son  and  25-year- 
old  daughter. 

The  foUmeing  was  adapted  from  a recent  intenneiv 
between  Strax  and  Andrea  Kamens,  an  intern  at 
Exceptional  P^\rent. 

I’m  old  enough  to  go  back  to  a time  when  parents  were 
overprotective  and  ashamed  of  children  with  disabilities. 
Children  with  disabilities  did  not  ath^nd  school  or  play  in 
the  neighborhood.  However,  my  parents  had  the  radical 
idea  that  if  I was  going  to  exist  in  a hostile  society,  I should 
be  integrated  into  that  society  as  early  as  possible.  My  par- 
ents treated  me  like  they  treated  my  two  able-bodied  sis- 
ters— as  a child  who  had  to  learn  to  become  independent 
and  not  as  one  to  be  pitied  or  coddled. 

I was  bom  a mess.  I was  a breach  deli^^eiy,  with  a pro- 
longed stage  2,  which  means  not  enough  oxygen  reached 
my  brain — a hallmark  cause  of  cerebral  palsy. 

When  I was  growing  up  in  Queens,  Nev/  York  in  the 
1940s,  public  schools  did  not  admit  “handic^ped  children.” 
Although  I don’t  know  the  details,  my  paixmts  took  the 
issue  to  court  and  I ended  up  at  a public  elementary  school. 

I was  always  around  able-bodied  children  my  own  age. 
My  mother  started  a Cub  Scout  den  with  neighborhood 


Dr.  Thomas  Strax  consults  with  attending  physlatrist  'Inehablllta- 
tion  specialist)  Dr.  Sara  Cuccurullo  at  the  JFK  Johnson 
Rehabilitation  Institute  In  New  Jersey,  1994. 


kids,  and,  when  I was  11,  sent  me  to  a “normal”  sleep- 
away  camp. 

At  camp,  my  counselor  set  up  sports  so  that  the  team 
that  chose  me  was  never  at  a disadvantage.  In  baseball,  I 
had  a substitute  runner.  If  I got  tired  on  a hike,  a coun- 
selor carried  me  on  his  back. 

Fitting  in 

During  my  first  day  at  Bayside  High  School,  we  had  to  write 
our  family  history  on  little  cards.  Since  I couldn’t  write  that 
small,  I asked  the  guy  next  to  me  for  help.  It  turned  out  that 
he  became  a class  leader.  When  we  became'  friends,  I 
became  one  of  those  fortunate  ugly  ducklings  who  got  into 
the  “in-crowd.” 

I couldn’t  always  rely  on  luck.  When  it  came  to  dating,  I 
had  to  hold  my  own.  Once,  I asked  the  best  looking  girl  in 
camp  to  a dance.  She  said  yes.  What  I didn’t  know  was  that 
all  the  other  guys  were  drawing  straws  to  see  who  would  ' 
get  to  ask  her.  I got  beaten  up,  but  I had  a great  time  at  the 
dance. 

.^nother  girl  I had  dated  asked  me,  after  a good  night 
\6ss\  “Can  you  have  sex?” 

I asked  back,  “Can  you?” 

Rules  of  life 

Middle  adolescence  was  a lonely  time,  because  my  friends 
had  girlfrie  nds  and  I did  not.  But,  college  was  an  equalizing 
experience. 

Someone  once  asked  my  college  roommate,  “What  do 
you  do  special  for  Tommy?”  He  said,  “When  Tommy  falls 
down,  I kick  him.”  That  may  be  facetious,  but  it’s  vital  tltat 
children  with  disabilities  learn  the  rules  of  life.  Sometimes, 
tliat  means  letting  them  get  hurt 
One  reason  it  is  hard  for  people  with  disabilities  to  get 
jobs  is  that  becoming  employable  involves  a tremendous 
number  of  social  skills.  If  you  haven’t  been  able  to  grow 
socially  with  your  peers,  you  can’t  make  it  as  an  adult 
Tb  become  an  adult,  you  have  to  find  your  own  identity. 
Able-bodied  children  do  this  by  trying  on  different  identities 
until  they  find  one  that  fits.  I did  the  same  thing. 

The  family  business 

I always  wanted  to  be  a physician.  There  are  10  in  my 
immediate  family,  most  of  whom  went  to  New  York 
University  (NYU).  My  father,  Selig  Strax,  is  a famous  sur- 
geon; my  uncle  Phil  won  the  Sloan  Kettering  Award  for 
research  in  breast  cancer-— it’s  the  family  business. 

It  didn’t  always  look  as  if  I was  going  to  make  it 
thougli.  When  my  parents  first  tried  to  get  me  into  grade 
school,  the  superintendent  smd  I had  an  IQ  of  40  and 
should  be  institutionalized. 

Physical  issues  were  so  prt'ssing  that,  for  a long  timi', 
no  one  knew  where  I was  intellectually.  My  grades  were 
C’s  and  D’s.  In  the  early  days,  my  report  cards  just 
marked  me  “pmsent.”  Then,  in  liigh  school,  I grew  into 


♦ EXCEPTIONAL  PARENT  / MAY  1995 


395 


physical  maturity  and  began  earning 
Ns  and  B’s. 

,When  I applied  to  medical  schools, 
reactions  varied.  During  one  inter- 
view, I was  told,  “How  dare  you 
waste  my  time  when  there  are  able- 
j bodied  people  who  want  to  get  in!” 

My  first  rejection  came  from  Albert 
Einstein  College  of  Medicine  in  New 
York.  However,  soon  after,  I received  a 
call  from  the  dean.  He  wanted  to  know 
why  someone  with  cerebral  palsy  felt 
he  could  handle  medical  school.  I told 
him;  two  weeks  later,  I received  my 
letter  of  admission. 

In  the  end,  however,  I went  to  NYU, 
following  in  my  family’s  footsteps.  To 
my  knowledge,  I was  the  second  per- 
son with  cerebral  palsy  to  formally 
practice  medicine. 

j Thrust  Into  activism 

j Since  becoming  a doctor,  I have  also 
1 become  an  activist.  I had  no  choice.  I 
! was  one  of  the  first  children  with  dis- 
abilities to  be  mainstreamed  in  the 
New  York  public  schools.  In  college 
and  medical  school,  I was  the  only 
person  with  a disability  on  campus.  I 
became  a symbol,  a d people  used 
me  to  decide  whetht  r or  not  to  let 
others  follow. 

Sometimes,  it  makes  me  angry.  It's 
easier  to  deal  with  a group  as  if  they 
were  homogeneous,  but  we’re  net. 
Each  person  should  be  evaluated  as 
an  individual  and  not  by  anyone  else  s 
success  or  failure. 

In  my  field,  a disability  is  some- 
times seen  as  an  advantage.  Many 
patients  believe  someone  who  has  a 
disability  will  be  more  empathetic 
about  iryury  or  illness. 

However,  I don’t  think  I make  a bet- 
ter physiatrist  (a  specialist  in  rehabili- 
tation medicine)  because  I have  a dis- 
ability, any  more  than  a woman 
makes  tlie  ideal  gynecologist.  You 
don't  have  to  experience  sometliing  to 
understand  it,  nor  does  experience 
^ guarantee  empathy. 

I 

I Not  “handicapped” 

i In  1073,  during  a speech,  I “defined” 
throe  words  we  often  nrisiise — 


“impairnrent,” 

“disability”  and 
“handicap.”  I 
later  helped 
write  these 
definitions  into 
the  Americans 
With  Disabilities 
Act  (ADA).  Dr.  Thomas  Strax 

An  “impair-  was  named  medical 

ment”  is  some-  director  of. the  JFK 

thing  you  don’t  Johnson 

have,  such  as  Rehabilitation 

full  strength  in  Institute  in  New 

your  leg.  A “dis-  Jersey  in  1985. 

ability”  is  some- 


thing you  can’t  do  because  of  that 
impairment;  you  can’t  walk  fast 
because  of  your  weak  leg. 

A “handicap”  has  to  do  with  func- 
tional need.  If  you  are  going  to  be 
CEO  of  a m£yor  corporation,  wa^Mng 
slowly  is  not  a handicap.  If  you’re 
going  to  be  a patrolman  chasing 
down  gangsters  with  your  bad  leg, 
tlien,  you  are  handicapped. 

In  the  1970s,  I was  asked  to 
appear  in  television  commercials  for 
the  national  United  Cerebral  Palsy 
Associations.  I agreed,  but  demand- 
ed I be  treated  as  a competent  pro- 
fessional. I appeared  as  a doctor 
examining  patients.  It  was  the  first 
mgyor  media  commercial  not  to  use 
the  word  “cripple”  when  describing 
someone  with  a physical  disability. 

Changing  times 

I’ve  seen,  and  effected,  a lot  of 
changes  in  our  society.  I indoduced 
reverse  mainstreaming  to  JFK 
Medical  Center’s  child  care  and  pedi- 
atric rehabilitation  programs  so  chil- 
dren with  and  without  disabilities  can 
learn  and  play  together.  I’ve  helped 
students  gain  admission  to  exams  and 
graduate  programs  by  insisting  they 
be  judged  on  their  individual  merits, 
not  their  disabilities. 

I hope  I have  gone  from  being  “the 
only  one”  to  being  just  the  begin- 
ning. I am  glad  to  see  that  today, 
numy  more  parents  are  raising  chil- 
dren the  way  mine  did,  to  stand  on 
their  own.  EP 
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HomeWord  Unbound 

Innovations  for  Beginners 


Franklin  Electronic  Publishers' 

Language  Master  6000 
SPECIAL  EDITION:  $490.00 

• Designed  for  Special  Needs  Users 

• Keyguard  $30.00  Pouch  $25.00 

• Picture  Communication  Book:  $85.00 

• Voice  Output  Keyboards  starting  at 
$74.00 


Communication  System 

166  East  Broad  St.  S*326 
Rochester,  NY  14604 
(800)  724-73C1  for  video  loan 
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The  Baby  Jogget® 

Mobility  and  comfort  combine  for 
both  parent  and  child!  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  inc. 

POB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Safe,  stable,  endorsed  by  pedlatrlciant. 

01990  RSI 
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The  Telkamp  kids  enjoy  a wagon  rkfe  near  their  home  in 


Hawthorne,  Caiifomia.  Seated  in  the  wagon  are  (from  lefQ  Alex, 
4,  and  Christopher,  2.  Standing  next  to  the  wagon  Is  Alex% 
twin,  Juiie.  Alex  has  hydrocephalus,  cerebral  palsy  arKi  corticai 
blindness;  he  enjoys  school,  wagon  rides  and  being  told  how 
very  handsome  he  is.  Christopher,  who  has  aufism,  is  a big  fan 
of  Barney  the  dinosaur  and  cheese  puffs. 


Would  you  like  to  share  a favorifo  candid  snapshot  or  slide  of  your 
child  and/or  family  with  other  readers  of  Exceptional  Parent?  Send  it  to: 
Readers'  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was 
taken,  address  and  daytime  phone  number,  and  Identify  everyone  in  the 
photo.  If  you  like,  you  can  also  write  a few  sentences  about  your  child. 
Then  look  for  a familiar  face  In  an  upcoming  Issuel 
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Four-year-old  Tyier  Nakonechy 
lives  in  Grand  Forks,  North 
Dakota  with  mom  Mickie,  dad 
Perry  and  little  sister  Brenna 
Mickle  says  that  Tyier,  who  has 
cerebral  palsy,  is  “a  little  boy  of 
few  words  but  many  smites— 
the  biggest  of  which  are  saved 
for  his  daddyl” 


Mlch^  VarxMn,  3,  prepares  to 
lollop  his  right  shoe  down  the 
. sHde  oh  his  backyard  jungle 
gyiu  MIchaal,  who  lives  in 
lUka,  Oklahoma,  has  tuber-* 
/pys  edOroalSL 
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COMMUNICATION 


Saying  it  a Different  Way 

“Problem  behaviors”  may  be  a means  of  communication 


Ashley’s  paients  had  come  to  dread 
dinnertime.  Almost  every  evening, 
the  family’s  meal  was  interupted  by 
Ashley’s  kiddng.^screaming  or  tin-owing 
of  silverware.  Her  behavior  made  it 
impossible  for  the  family  to  eat  at  their 
favorite  restaurant  or  go  to  relatives’ 
homes  for  holiday  dinners.  Her  parents 
were  desperate  for  a “solution”  to  these 
disruptive  behaviors  that  held  them 
captive  in  their  own  home. 

Ashley,  a friendly  two-year-old  girl, 
has  difficulty  using  and  under- 
standing language.  Like  most  chil- 
dren who  cannot  use  language  to 
tell  others  what  they  want,  Ashley 
has  found  alternative  methods  of 
expression.  Unfortunately, 

Ashley’s  “words”  include  throwing 
toys,  hitting,  scratching  or  having 
a “temper  tantrum.” 

Scolding  doesn't  work 
Although  it  is  tempting  to  simply 
scold  a child  whenever  an  in^ 
propriate  behavior  occurs,  this 
approach  has  its  problems. 

Responding  to  a child’s  disruptive 
behaviors — even  by  yelling — often 
gives  the  child  something  he  or 
she  wants,  like  your  attention. 

This  may  encoiu-age  the  child  to 
repeat  the  beha^/ior. 

There  are  otlier  reasons  why 
verbal  requests  or  reprimands  are  often 
unsuccessful  in  helping  children  with 
communication  problems  improve  their 
behavior.  First,  diildren  who  have 
diffic'iity  understanding  language  may 
not  understand  a pareiit’s  words. 
Secondly,  because  a cthild  with  commu- 
nication problems  has  difficulty  using 
’anguage,  what  a parent  perceives  as 
“problem  behavior”  may  be  the  child’s 
primary  means  of  expression.  It  Ls 
difficult  to  elimiiuate  a negative'  behav- 


O 


by  Judi  Rosenstein  and  Jan  Turner 

ior  if  it  is  the  child’s  only  way  to  com- 
municate a particular  message. 

What  is  tlie  child  “saying?” 

Several  steps  are  involved  in  determin- 
ing the  communication  needs  served  by 
a negative  behavior  such  as  hitting, 
screaming  or  temper  tantrums.  Begin 
by  identifying  situations  where  the 
behavior  most  often  occurs.  Then,  plan 
to  watch  for  instances  of  tlie  child  using 
this  behavior  in  these  situations.  While 


Children  with  communciation  problems  often 
need  to  learn  alternative  methods  of  expressing 
themselves;  Byron  tends  to  cry  and  have 
trintrums.  Speech-language  pathologist  Judy 
Rosenstein  teaches  Bryon  to  Indicate  he  wants 
to  blow  more  bubbles  by  signing  **more.” 
Byron*s  mother  and  siblings  are  also  learning 
sign  language. 

watching,  note  what  hjq^pened  immedi- 
ately before  the  behavior  began  and 
what  happened  immediately  afterwards. 
See  if  you  can  figure  out  whether  the 
child  “got”  somedung  as  a result  of  the 
behavior — like  attention  or  a second 
helping  of  a favorite  food.  Getting 
som('thing  you  want  as  a result  of  itsing 
a specific  behavior  Ls  sometimes  called 
“natunil  leinforcement.’ 

Once  you  have  detennined  what  the 
c!hild  is  communicating  with  the  prob- 

V i 


lem  behavior,  you  can  tty  to  teach  more 
“appropriate”  ways  to  convey  the  same 
message.  Socially-acceptable  alterna- 
tives might  include  gestures,  pointing  to 
pictures,  formal  sign  language  or  the 
use  of  specific  words  or  sentences. 
Appropriate  professionals,  such  as 
speech-language  therspists,  can  help 
you  choose  the  best  aitemative(s)  for 
your  child.  Whatever  alternative  or 
alternatives  are  chosen,  it  is  important 
to  make  sure  the  child  has  the  ability  to 
use  these  methods,  and  that  oth- 
ers can  understand  tliem.  If  possi- 
ble, offering  children  multiple 
modes  of  expression  usually 
increases  their  power  to  affect 
their  world,  and  consequently, 
decreases  behavior  problems. 

How  does  it  work? 

Let’s  see  how  this  plan  worked  for 
Ashley  and  her  family.  Ashley’s  par- 
ents began  by  discussing  th('  prob- 
lem behavior  with  professionals 
who  were  already  involved  with 
their  daugliter — her  teacher,  a 
speech-language  pathologist,  and  a 
behavioral  psychologist  As  a team, 
they  decided  to  focus  on  the  prob- 
lem behaviors  of  hitting,  screaming 
and  throwing  things,  because  these 
behaviois  always  occurred  togeth- 
er. Asliley’s  parents  told  the  team 
that  these  beha\iors  most  often  occoirred 
at.  mealtimes.  After  obseiving  Ashley’s 
mealtime  behavior  over  the  course  of  a 
week,  her  parents  noticed  that  Ashley’s 
negative  behaviors  often  occurred  after 
slie  saw  her  brother  eating  one  of  her 
favorite  foods.  Ashley’s  “tantrums”  often 
resulted!  in  somebody  giving  her  a soc-ond 
helpii^  of  that  ftxxi.  Her  parents  also 
noticed  tiiat  Ashley  exhibited  similar 
behaviors  at  oti^'r  times,  when  she  wanttxi 
toys  that  were  out  of  reach  or  an  object 

roHtitnwd  ihujo  J,.* 
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COMMUNICATION 


Timothy  is  leaming  how  to  foUow  dirdctions. 
Toda/s  lesson  is  “setting  the  table.” 


continued  from  paxjc  21 


someone  else  w'as  using. 

Ashley’s  parents  decided  that 
tantrums  were  her  way  of  making 
requests.  Other  people  had  trouble 
understanding  Ashley’s  unclear  speech, 
but  everyone  responded  quickly  when 
she  started  hitting,  screaming  and 
throwing  things.  In  a sense,  Ashley’s 
communication  needs  were  satisfied 
with  these  behaviors. 

Ashley  needed  to  learn  to  make 
requests  in  a more  socially-acceptable 
way.  Because  her  speech  was  still 
unclear*,  the  team  decided  to  introduce 
pointing  as  a way  of  making  requests. 
Her  parents  began  this  process  by  pair- 
ing the  new  way  of  asking  for  some- 
thing (pointing)  with  the  old  way 
(tantruming).  Whenever  Ashley  used  a 
tantnun  to  make  a request,  her  parents 
pointed  to  and  named  the  object  they 
thought  she  wanted. 

By  using  words  with  pointing, 
Ashley’s  parents  were  trying  to  give  her 
an  example  of  the  words  she  could  use 
to  make  a request.  Because  Ashley 
rarely  used  words,  or  combined  words 
in  sentences,  her  parents  used  single 
words,  such  as  “cookie”  or  “car.”  This 
language  “motiel”  was  basic  enough 
that  Ashley  could  attempt  to  imitate  it 
And  the  pairing  of  pointing  and  speak- 
ing showed  Ashley  tliat  both  ways  of 
requesting  meant  the  same  thing. 

Next,  Ashley’s  parents  started  helping 
her  use  the  new  way  of  making  requests. 
If  AsWey  didn’t  try  pointing  before  Ix'gin- 
niirg  her  unacceptable  beluiviors,  her 
pirrents  movtxi  her  hand  to  help  her 
|X)int  toward  the  object  they  thought,  she 
wanted.  Then  they  named  it  and  gave  it 


to  her.  In  this  way,  getting 
the  object  she  wanted 
became  a “natural  rein- 
forcement” for  pointing. 

At  first,  Ashley  only 
pointed  to  objects  when 
her  parents  prompted  her 
to  do  so.  Later,  she  began 
to  use  pointing  without  a 
prompt— though  still  not 
consistently.  Once  Ashley’s 
parents  were  sure  she 
understood  tliis  new  way  of 
making  requests,  they 
began  trying  to  ignore  her  tantrums. 
They  accepted  any  socially-acceptable 
attempt  at  making  a request,  and  “rein- 
forced” these  appropriate  behaviors  by 
giving  her  the  object  she  wanted. 

Gradually,  Ashley  learned  that  she 
could  get  what  she  wanted  by  pointing  or 
trying  to  talk,  but  not  by  using  tantrums. 

More  power  tlirough  words 

Increasing  Ashley’s  vocabulary,  both  the 
words  she  can  understand  (often  called 
“receptive  vocabulary”)  and  the  words 
she  can  use  (often  called  “expressive 
vocabulary”),  also  gives  her  more 
options  for  communication.  Over  time, 
she  will  begin  to  use  the  words  her  par- 
ents say  when  they  encourage  her  to 
point  She  will  learn  that  words  are 
more  specific  than  pointing,  and,  there- 


fore, more  powerful — especially  with 
people  who  don’t  “read”  her  non-verbal 
signals  as  well  as  her  family. 

Positive  changes 

As  Ashley  has  learned  more  appropriate 
ways  to  conununicate  her  needs,  her 
parents  and  teachers  have  seen  a dra- 
matic decrease  in  negative  behaviors. 
However,  because  communication  is 
still  difficult  for  Ashley,  she  sometimes 
reverts  to  using  disruptive  behaviors 
when  she  is  tired  or  under  stress.  At 
these  times,  her  parents  tty  their  best  to 
avoid  “rewarding”  these  negative  behav- 
iors by  ^ving  her  what  she  wants. 
Instead,  they  encourage  her  to  try  using 
a gesture  or  a word.  EP 

Judi  Rosensteiriy  M.S.,  CCCSLP  is  a 
speechrtanffuage  pathologist  at  Kennedy 
Krieger  Institute  in  Baltimore, 
Maryland.  She  evaluates  and  treats 
children  and  adolescents  with  commu- 
nication disorders,  and  behavior  prob- 
lems and  communication  disaiders. 

Jan  Turner,  PhD.,  CCC-SLP  is  direc- 
tor of  the  Speech  and  Langivage 
Department  at  Kennedy  Krieger 
Institute.  She  is  particidariy  interested 
in  language  disorders  associated  with 
teaming  disabilities,  and  with  the 
difficulties  some  children  have  in  story- 
telling or  conversational  interaction. 


Communication  Problems 

Communication  problems,  like  behavior  problems,  can  occur  alone  or  along  with 
movement,  learning  or  emotional  problems.  In  fact,  behavior  problems  may  be 
the  result  of  undiagnosed  or  untreated  communication  problems.  Children  of  any 
age  may  have  communication  problems  or  behavior  problems,  or  both,  although 
communication  disorders  more  often  are  diagnosed  in  younger  children. 
Communication  difficulties  that  begin  at  an  early  age  may  persist  as  a child  grows 
older,  or  a communication  problem  may  become  evident  for  the  first  time  as  older 
children  face  increasing  communication  demands  with  peers,  at  home  or  at  school. 

Many  families  may  find  that  the  techniques  presented  in  this  article  will  be  helpful 
in  resolving  their  children's  behavior  problems.  Some  families  will  be  able  to  apply 
these  principles  on  their  own,  while  others  may  find  it  more  beneficial  to  work  with 
professionals.  Experienced  "outsiders"  may  have  an  easier  time  identifying  ^.'mblem 
behaviors  and  the  situations  that  trigger  them.  In  any  case,  it  will  be  easier  foi  ^ child 
to  learn  new  communication  modes  if  all  adults  involved  with  the  child  on  a i^^^uiar 
basisr— Including  teachers  and  other  professionals — are  involved  in  the  effor*.  to  teach 
arxl  reinforce  these  methods. 

Children  whose  actions  are  severe  enough  to  cause  injury  to  themselves  or  others  need 
immediate  professkxial  help.  Parents  who  are  not  sure  about  tl*»e  seriousness  of  a child's 
behaviors  slxxjld  discuss  behaviors  with  medical  or  educational  professionals. 

Children  who  may  need  more  elaborate  or  electronic  communication  systems  can 
be  referred  to  appropriate  specialists  for  these  ser\'ices.  (See  "Getting  Started  with 
Augmentative  Communication,"  page  34.) 
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Turn-taking: 

A Giant  Step  to  Communicating 

by  James  McDonald 


Childien  learn  to  communicate  by 
taking  an  active  part  in  interac- 
tions, not  by  simply  listening  to 
adults,  or  being  “taught”  words. 

Staying  in  conversations  is  so  natural 
for  us  that  we  don’t  think  about  it,  but 
children  with  developmental  delays 
often  need  a great  deal  of  practice  tak- 
ing turns  with  movements  and  sounds, 
even  before  they  start  to  talk. 

Most  babies  learn  reciprocal  turn- 
taking  (back-and-forth  interaction 
between  partners  who  respond  to 
what  the  other  does  and  says)  through 
natural  interactions  with  adults — 
exchanging  funny  faces  and  sounds, 
waving  “bye-bye”  and  playing  “peek-a- 
boo.”  Turn-taking  soon  becomes  a life- 
long habit. 

But  turn-taking  can  be  difficult  and 
discouraging  for  some  children — espe- 
cially if  adults  take  most  of  the  turns. 


Adults  often  find  it  difficult  to  wait  for 
slower  children  to  respond,  but  wait- 
ing is  one  of  the  most  important  ways 
to  help  children  learn  to  communicate. 

What  children  learn 
from  turn-taking 

Here  are  five  important  things  a child 
can  learn  by  taking  turns: 

• How  to  initiate  interactions.  Some 
adults  have  a tendency  to  start  and  to 
take  over  activities  and  conversations; 
this  can  cause  children  to  become  pas- 
sive observers  or  followers.  If  children 
are  encouraged  to  take  the  lead  fre- 
quently, they  will  learn  to  choose  their 
own  activities  and  topics. 

• Hotv  to  imitate  others.  Children 
learn  a lot  by  imitating,  or  attempting 
to  imitate,  what  other  people  do. 

When  we  engage  in  back-and-forth 
interactions  with  a child,  using 


ir^otions,  sounds  or  words,  the  child 
feels  motivated  to  imitate. 

• How  to  respond  a'eatively.  Although 
learning  to  imitate  is  important;  chil- 
dren will  ei\joy  interactions  more  if 
they  feel  free  to  respond  in  their  own 
ways,  without  fear  of  failure  or  criti- 
cism. A child’s  actual  responses  are 
not  nearly  as  important  as  the  fact 
that  he  is  getting  practice  taking  turns 
and  learning  to  prefer  being  with  peo- 
ple more  than  with  things. 

• How  to  use  actions  in  useful  and 
meaningful  ways.  Before  they  learn 
to  talk,  children  need  a lot  of  practice 
trying  out  different  actions  and 
sounds.  Turn-taking  interactions  give 
children  opportunities  to  try  out  new 
actions  and  sounds. 

• How  to  keep  interactions  going. 
Often,  children  with  developmental 


Becoming  Andrew's  Playmate 

Until  he  was  three  years  old,  Andrew  was  an  isolated  and 
physically  defensive  child  with  autistic  characteristics.  He 
communicate  only  with  screams.  I hoped  he  would  learn  bet- 
ter communication  skills  once  he  got  to  school. 

During  a chaotic  first  year  of  preschool,  we  were  able  to  find 
ways  to  help  Andrew  stay  calm.  However,  he  still  didn’t  interact 
with  other  people,  and  his  communication  skills  didn’t 
Improve. 

Then  I learned  how  Important  it  was  to  play  with  Andrew  in 
ways  he  could  play.  I wanted  Andrew  to  learn  to  take  turns, 
and  I started  by  imitating  his  actions.  Resistant  at  first,  Andrew 
eventually  began  imitating  me  and  enjoying  our  contacts. 

I had  never  thought  about  all  the  little  things  Andrew  did;  I 
just  wanted  him  to  talk.  But  I was  starting  to  realize  that 
Andrew's  every  sound  and  movement  could  be  an  important 
step  in  learning  to  communicate. 

We  took  turns  making  funny  sounds  and  body  movements. 
When  watching  TV,  we'd  point  and  squeal  at  the  Muppets  and 
other  "friends."  In  the  kitchen,  we'd  take  turns  getting  a drink  or 
putting  away  silverware. 

Once  1 realized  that  Andrew  would  not  learn  to  communi- 
cate unless  he  interacted  more  with  people,  1 started  trying  to 
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keep  him  for  "one 
more  turn"  when  he 
started  to  leave  me. 

He  began  staying 
longer;  in  fact,  he 
started  coming  to  me 
to  initiate  our  play. 

After  a lot  of  work, 

Andrew  got  the  idea. 

He  chose  to  be  with 
people  more  often. 

After  being  alone  for 
so  long,  he  was 
finally  interacting. 

Now,  Andrew  is 
so  much  more  fiin  to 
be  with.  Andrew,  now  four  and  a half,  is  just  starting  to  talk.  But 
he  didn't  start  talking  until  I forgot  about  teaching  him  to  talk,  and 
just  started  playing  tock  and  forth  at  every  opportunity.  I had  to 
become  his  playmate,  not  his  teacher  or  therapist.  I would  advise 
other  parents  to  do  the  same — have  fun,  and  let  your  child  teach 
you  how*  to  slow  down  and  appreciate  things  for  what  they  are. 

— Pam  Rcxiawalt 
Columbus,  Ohio 
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delays  interact  only  briefly  before  being 
distracted  by  another  activity  or  object. 
However,  to  become  real  communica- 
tors, children  need  to  learn  how  to  stay 
in  interactions.  As  a first  step  toward 
communication,  learning  to  er\joy  peo- 
ple is  more  important  than  learning  to 
make  sounds  and  words  correctly.  The 
best  way  to  help  children  learn  this  is 
to  show  them  that  playing  and  interact- 
ing with  us  is  fun,  not  work!  When 
adults  become  partners — rather  than 
“directors”  or  “instructors” — children 
learn  that  their  actions  are  important 
and  often  find  ways  to  keep  interac- 
tions going. 

1\irn-taking  strategies 
Any  action  or  sound  a child  makes  can 
become  an  interaction  or  conununica- 
tion.  By  responding  to  a child's  seem- 
ingly meaningless  behaviors,  we  can 


LOW  COST 

Measuring  9.5”  x6”x  I.7S",  BlackHa^  is 
light  and  compact  for  ready  portability  (1  .S 
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four  minutes  of  high  quality  digital  voice. 
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touch,  with  four  levels  f(»'  a total  of  sixty- 
four  messages  four  seconds  each.  Use  levels 
to  (Hganize  vocabulary  into  functional  con- 
texts. One  button  {Hogramming  with  tricolor 
LED  for  feedback.  Overlays  held  by  trans- 
parent plastic  on  touchpanel.  Options: 
keyguatd;  shoulder/wiist  strap.  Connector 
for  attachment  of  switch-inputs  ad^tor.  In- 
cludes wall  charger.  Call  for  shipping  sched- 
ule. Price:  $650 

ADAMLAB-WCRESA 
33500  Van  Bom  Road 
P.O.  Box  807 
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Barbara  Cook  with  grandson  Marcus 
Moore,?. 


"Get  up!  Get  up!" 

Since  IVe  learned  how  to  play  and  talk 
with  my  seven-year-old  grandson, 

Marcus,  he's  beginning  to  communicate 
with  me  much  more.  Marcus,  who  I am 
raising,  has  Down  syndrome  and  is  just 
starting  to  talk  in  words  we  can  really 
understand.  It's  so  exciting! 

I began  interacting  nrKxe  with  Marcus  after 
I learnt  to  "match  and  wait,"  a technique 
in  which  I say  something,  then  wait  for 
Marcus  to  imitate  me  before  I do  anything 
else.  He  usually  repeats  what  I say,  but  he's 
also  starting  to  initiate  more  on  his  own.  Last 
week,  he  came  into  my  bedroom  and  said, 

"Get  up!  Get  upl"  This  was  the  first  time  he  had  ever  done  this,  so,  of  course,  I got  up. 

I wish  I would  have  learned  about  matching  and  turn-taking  when  Marcus  was 
younger;  I think  he  would  be  doing  much  more  now.  Now,  I "match  and  wait"  in 
almost  everything  we  do  together, 

Marcus  likes  to  help  me  wash  dishes.  When  I say  things  like  "dirty  dishes,"  "wash, 
wash,"  "rinse  cup"  and  "ali  clean  now,"  he  imitates  me. 

I also  imitate  Marcus'  actions  a lot  when  we  play  together.  He  still  plays  like  a 
younger  child,  so  that's  what  I do.  He  likes  to  throw  stuffed  animals  at  me  in  a little 
back-and-forth  game,  so  I throw  them  back  and  say  "good  throw,"  "duck  dowii," 
"missed"  and  "cheating!" 

I've  learned  that  any  game  can  turn  into  a conversation  if  you  just  become  part  of 
your  child's  world. 

— Barbara  Cook 
Bellefdntaine,  Ohio 
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Making  Turn-taking  Fun 

Finding  ways  to  take  turns  is  fun  and  easy,  once  you  get  in  the 
habit.  Tve  learned  three  things  about  turn-taking:  first,  watch 
what  your  child  is  doing  and  b^ome  part  of  it;  second,  keep 
the  interaction  going  for  awhile;  and  third,  make  it  fun! 

This  morning  at  breakfast,  my  son,  Mark,  a five-year-old  with 
Down  syndrome,  was  pretending  to  read  the 
back  of  the  Cap'n  Crunch  box.  I peeked 
around  the  box  and  said  "Hi!" 

He  poked  his  head  out  and  said,  "Hi!"  back. 

The  game  had  started.  We  made  funny 
faces,  growls  and  roars  back  and  forth  with 
each  other  as  he  looked  at  me  from  one  side 
of  the  box,  then  the  other. 

Here's  another  game  we've  played  with  words. 

One  day,  Mark  called  me  Barbara.  This  was  the 
first  time  he  had  done  that,  and  it  was  a teal  sur- 
prise. I looked  at  him — just  a little  sternly — and 
said,  "Don't  call  me  'Baibara.'  Call  me  'mama.'" 


He  repeated  "mama,"  then  said  "Barbara"  again. 

Then  I knew  how  to  make  a turn-taking  game  of  it.  I 
changed  my  words  a little  and  said,  "Don't  call  me 
'Barbara!' Call  me  'mother  dear.'" 

Well,  of  course,  he  repeated  "mother  dear,"  then  said 
"Barbara"  again,  this  time  with  a big  grin. 

What  a game!  We  went  through  "sweet  mama,"  "pretty 
mommy,"  "skinny  mom,"  "smart  mama" 
and  just  about  everything  else  I could  think 
of.  He  loved  it!  Even  after  we  ended  the 
game,  he  would  sneak  up  behind  me  and 
say  "Barbara,"  just  to  start  it  over  again. 

We  don't  play  this  game  much  anymore 
and  ! miss  it.  But  all  the  funny  faces,  silly 
sounds  and  word  games  have  served  an 
important  purpose  for  Mark's  develop- 
ment— our  days  are  now  one  long  conver- 
sation. 

-Barbara  Mitchell 
West  Liberty,  Ohio 
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make  these  behaviors  interactive.  The 
more  we  enter  our  child's  world  and 
wait  for  the  child  to  participate,  the 
more  likely  it  is  that  his  actions  will 
become  social  and  meaningful. 

Whether  your  child  uses  actions  and 
sounds  to  communicate  or  is  already 


beginning  to  talk  in  sentences,  you  can 
help  the  child  take  turns  by  making  a 
habit  of  the  following  strategies: 

• Keep  your  child  interactiTig  with  you. 
Don't  wait  for  play  times  to  teach  your 
child  about  turn-taking.  Interactions 
will  be  more  er\joyable  for  both  of  you 


when  they  occur  naturally  and  sponta- 
neously throughout  the  day.  Try  to  have 
many  little  back-and-forth  exchanges 
with  your  child  during  all  your  normal 
activities.  The  more  practice  your  child 
gets  and  the  longer  he  stays  interacting, 
the  more  he  will  learn  about  communi- 
cating. Tty  to  keep  your  child  interact- 
ing with  you  just  a little  longer  each 
time.  You  can  do  this  by  making  inter- 
actions fun. 

• Balance  turns.  This  means  you  and 
your  child  each  get  the  same  number  of 
turns.  Give  your  child  youi'  complete 
attention  and  the  time  he  or  she  needs 
to  do  something — ^this  will  help  the 
child  feel  successful  and  self-confident. 

Try  to  avoid  question-and-answer 
routines  in  which  you  simply  ask  a 
child  to  label  pictures  or  objects — 
"What  is  this?"  “doll;”  “What  is  this?” 
“bunny.”  Boring  I'outines  won’t  help  a 
child  learn  creative,  spontaneous  turn- 
taking.  Instead,  add  variety  to  your 
turn-taking  by  using  different  actions, 
sounds  and  words  that  your  child  can 
do  and  say. 

• Act  and  communicate  like  your 
child.  The  more  you  “match”  your 
child’s  actions  and  sounds,  the  more  he 
will  learn  from  you.  If  your  child  doesn’t 
speak  yet,  you  can  copy  his  or  her 
movements,  sounds  or  gestiues.  If  your 
child  is  beginning  to  talk,  use  the  words 
he  or  she  knows  how  to  say.  When  we 
act  and  communicate  like  our  children, 
they  stay  in  the  interaction  longer.  That 
gives  us  the  chance  to  show  them  the 
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At  Devereux. . . 

a helping  hand  is  just  a phone  caii  away 

1-800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 
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Seven  Years  of  Turn-taking 

Our  daughter  Laura  spent  the  first  year  and  a half  of  her  life  in 
the  hospital  after  being  bom  with  multiple  complications. 
When  we  brought  her  home,  she  was  on  a feeding  pump.  She 
did  not  speak  and  had  very  little  physical  movement,  but  she 
always  appeared  to  be  ob^rving  the  world  around  her. 

When  she  was  about  three,  Laura  was  able  to  begin  outside 
therapy  and  preschool — always  accompanied  by  a nurse  or 
me.  Finally,  our  family  began  to  think  about  the  future.  A friend 
referred  us  to  Jim  MacDonald's  clinic. 

We  arrived  at  Jim's  office— Laura,  Grandma,  me,  a feeding 
pump,  a suction  machine  and  oxygen.  While  we  waited  for 
Jim,  I talked  to  Laura,  shaking  rattles  in  her  face,  trying  to  "stim- 
ulate" her.  I wanted  to  make  a good  first  impression. 

As  Jim  walked  into  the  room  he  said,  "Would  you  please 
quit  talking."  1 was  offended  and  shocked. 

But  then  I watched  as  he  began  interacting  with  Laura  on  the 
most  basic  level.  If  Laura  moved  her  arm,  he  moved  his  arm  in 
exactly  the  same  way.  If  she  glanced  at  something  in  the  room, 
he  followed  her  gaze,  using  single  words  to  comment  on  what 
they  were  looking  at.  Laura  never  took  her  eyes  off  of  him. 

Over  the  following  months,  Jim  taught  us  about  turn-taking, 
matching  and  waiting.  This  involved  adjustments  for  the 
whole  family.  Not  only  were  we  dealing  with  a child  who  had 
multiple  disunities,  we  were  also  learning  to  communicate 
with  her  in  new  ways. 

It  was  hard  for  me  to  learn  how  to  play  with  my  daughter. 
My  definition  of  play  was  "do.  do,  do;  teach,  teach,  teach; 
stimulate,  stimulate,  stimulate."  But  I was  doing  all  the  "doing. 


teaching  and  stimulating;"  I was  trying  to  teach  Laura  things 
like  colors,  and  she  was  just  sitting  there.  Laura  was  not  com- 
municating with  me,  and  I was  frustrated  and  discouraged. 

It  took  a long  time  for  me  to  reach  Laura's  communication 
level  and  feel  good  about  it.  However,  once  I did,  I began  get- 
ting responses  from  Laura.  She  started  to  imitate  me,  and  her 
eyes  glistened  with  delight  while  we  played.  She  began  making 
very  basic  sounck,  which  I would  repeat.  Eventually,  I started 
adding  syllables.  Laura  was  starting  to  communicate  with  us, 
and  we  understood  her. 

I also  learned  the  importance  of  waiting.  In  my  earlier  interac- 
tion style,  if  Laura  didn't  respond  quickly,  I would  eiffier  tell  her 
the  correct  response  or  move  on.  By  waiting,  I began  allowing 
Laura  the  time  she  needed  to  respond. 

Laura,  now  10,  is  in  a reg- 
ular classroom  with  supports. 

She  has  a delightful  sense  of 
humor,  independence  and 
fairness,  and  she  always  has 
something  to  say.  Laura  still 
struggles  with  finding  the 
words,  but  if  we  wait,  she 
always  comes  through. 

— Jan  Daily 
Worthington,  Ohio 


Laura  Daily  (right)  enjoys 
playing  with  best  friend 
Marlene  Moore. 
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1-800-777-1111 
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The 

WeatherBreaker" 

collapsible  canopy  for  ALL  wheelchairs  and  strollers. 


“Hey  A\om,  I'm  'Ready  To  Oo  Outside! 

The  weather  doesn't  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there's  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 

And,  for  keeping  legs  and  feet  dry,  nothing  beats  The  GunnySack, 
lap,  leg,  and  feet  cover ...  for  the  one  you  love!  Contact  your 
local  medical  supplies  dealer,  or  call: 

800-795-2392 

rDIESTCO  Mfg.  Co.,  P.O.  Box  6504,  Chico,  CA  95927  | 
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COMMUNICATION 


“It’s  your  turn,  David.”  “What’s  the  matter?”  “Do  you  want  pizza 
or  a hamburger  for  lunch?” 

Answering  questions,  making  choices,  and  expressing  emotions 
are  ever>^day  occurrences  for  you  and  me.  But  for  David,  they 
create  a world  of  challenges,  confusion,  and  frustration.  David  is 
non-verbal. 

David  came  to  Heartspring  with  a limited  signing  vcx:abular>^ 
and  because  of  his  restricted  motor  skills,  even  those  words  were 
hard  for  others  to  understand.  Today,  he  is  able  to  tell  you  he 
doesn’t  want  to  play  that  game  right  now,  or  he  has  decided  on 
pizza  for  lunch.  He  does  this  through  the  use  of  various  altemati\*e 
communication  systems.  His  vocabulary  and  independence  con- 
stantly increase. 

Heartspring’s  speech  therapists  tailor  the  systems  to  meet  the 
needs  of  each  child.  A child  may  start  out  with  picture  boards  and 
bcx^ks,  and  then  may  combine  them  with  a system  using  single  words 
then  phrases.  Sometimes  an  electronic  communication  device, 
which  is  set  up  with  pre-recorded  words  matching  the  picture  or 
word  pages,  is  used  by  a child. 

The  door  of  communication  is  open  for  David  and  many  other 
children  at  Heartspring  with  the  use  of  \’arious  alternative  communi- 
cation systems  and  the  skills  and  encouraging  words  of  caring, 
trained  professionals. 

If  your  child -or  a child  you  know -needs  help  unkxking  that 
dcH>r,  call  Heartspring  today. 

^ HUTSPRING" 

' A lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219*4699 
1-800' 835-1043 


O Clrde  #3 

ERIC  ♦ IXCEPTIONAl  PARENT  / MAY  1995 


C(jnth(it(:d  from  page  lid 

next  step  they  need  for  their  develop- 
ment. 

• Wait,  signal  and  expect.  Children 
need  to  participate  in  order  to  learn — ^it 
is  not  enough  to  listen  to  us  talk.  If  an 
adult  does  not  wait,  the  child  misses  liis 
or  her  turn.  Use  a look  of  genuine  antic- 
ipation to  show  your  child  that  you 
expect  sometliing.  If  the  child  doesn’t 
know  what  to  do,  you  can  point  or 
physically  help  the  child  to  take  a turn. 
However,  often,  just  waiting  vnR  elicit 
much  more  from  a child* 

• Imitate  and  animate.  If  you  feel  that 
you  don’t  know  how  to  play  and  com- 
municate with  your  child,  imitating  the 
child’s  actions  and  soimds  is  a good 
way  to  start  a turn-taking  interaction* 

Practice  taking  turns  with  no  pres- 
sure to  teach  any  particular  skills*  A 
child  will  stay  with  an  interaction 
longer  and  do  more  when  you  make  no 
demands  other  tlian  keeping  him  there. 
Keep  track  of  just  two  things — how 
long  he  stays  and  new  things  he  does. 
Make  those  your  rewards! 

When  adults  say,  “I  can’t  think  of  what 
to  do  with  my  child,”  we  reply,  “First 
look  at  what  he  is  doing.  Then  follow  his 
lead,- and  then  do  something  that  keeps 
him  doing  his  things  with  you.”  EP 

James  McDonald,  Ph.D,  C.C.C.,  is  associ- 
ate professor  of  speech  and  hea  ting  sci- 
ence and  director  of  the  Parent-Child 
Catnnmnication  Program  at  the 
Nissonget*  Centet;  both  at  The  Ohio  State 
Univetsily  in  Columlms,  Ohio.  The 
authors  of  the  stories  accompanying  this 
atiide  ate  patiidpants  in  Dr. 

McDotxoUVs  program  at  the  Nissonger 
Centet: 

Dr.  McDonald  is  the  author  of 
Becoming  Partners  With  Children 
(Riverside  Press,  1989)  and  is  the  edi- 
tor of  Communicating  Partners,  a quar- 
tetiy  neivsletter  for  patents  of  children 
developing  language.  (Subsctiptions 
are  $15  a year;  Communicating 
Partners,  P.O.  Box  141306,  Columbus, 
OH  43214.)  ms  article  was  adapted 
ftxtm  the  Summer  1994  issue. 
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WALKER 

The  Arrow  Walker^^  offers 
the  most  unique  way  ever 
for  children  to  experience 
the  joy  of  independent 
movement. 

Its  comprehensive  range  • 
of  accessories  and 
adjustments  allow  it  to  be  7^ 
quickly  and  easily  tailored  to 
each  individual  user's  needs. 

The  low  profile  shape  allows 
access  through  doorways  and 
around  obstacles.  Dynamic  control 
is  provided  by  the  unique  feature  of 
directional  locking  castors  allowing 
the  user  to  walk  a planned  course. 

Features 

I Avaiiebie  iri  3 Sizes 
I Easy  to  Adjust 
» Mobility  in  Upright 
Position 
I Hands  Free 
I Packs  Fiat 
I Various  Accesi 


VISA-MasterCard  = 

P.O.  Box  1364 

Cumberland,  MD  21502  • 301-759-3525 
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One  size 
does 
not 

fitaU! 

Childrens  Specialized  Hospital  is  dedicated  exclusively  to 
serving  the  special  needs  of  children  and  adolescents. 


p 


• Child  Study  Team 

• Learning  Disabilities 

• Attention  Deficit  Disorder 

• Early  Intervention  / Pre-School 

• Speech  and  Hearing 

• Psychological  Services 

• Rehab  Technology 


► Occupational  Therapy 

► Physical  Therapy 

* Cognitive  Rcmixliation 

► Day  Hospital 

► Recreational  Therapy 

* Augmentative  Communication/ 
Computer  Evaluation 

» Nutritional  Counseling 


Chlldieifs 
Specialized 
Hcspttai 
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MOUNTAINSIDE  • FANWCXM)  • TOMS  RIVER 
For  informaiion  in  North  Jersey  call  (906)  233*3720  for.  6429  or  8439 
For  infonnation  in  Central  and  South  Jersey  call  (908)  914-UOO  Esi.706 

Children^  Specialized  Hcspital  was  amoi^  5%  of  the  natioft's  hospiuls  last  year 
awarded  “Accreditation  with  Commendation"  — the  highest  distinction  awarded 
by  the  Joint  Commission  on  Accreditition  of  Healthcare  Organizations. 
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COMMUNICATION 


Hearing  Impairment  & Hearing  Aids 

by  Joseph  R Pillion 


From  biiHi  to  age  five,  children  are 
on  the  “fast  track”  for  acquiring 
speech  and  language.  As  infants 
and  young  children  build  communica- 
tion skills,  they  also  build  stronger  and 
more  meaningful  relationships  witli 
their  families.  Surrounded  by  examples 
of  speech  used  to  refer  to  everyday 
objects  and  activities,  children  learn  to 
produce  the  same  speech  sounds  to 
express  themselves. 

Learning  to  talk  and  understand  oth- 
ers, then,  depends  heavily  on  the  ability 
to  hear.  For  young  children  whose 
speech  and  language  development  has 
not  kept  iq>  with  their  peers,  hearing  test- 
ing is  especially  ciiticaL  Ifachild  witha 
hearing  impainnent  receives  help  and 
good  auditory  input  at  an  early  age,  he  or 
she  will  have  a better  chance  of  learning 
to  use  speech  and  language  successfully. 

Evaluating  hearing 
A child's  auditory  function  should  be 
evaluated  by  an  audiologist,  a profession- 
al who  measures  hearing  and  can  fit  peo- 
ple with  different  equipment  to  enhance 
their  hearing.  Infants  and  children  from 
sfac  months  to  two  years  of  age  are  tested 
with  a technique  known  as  visual  rein- 
forcement audiometry.  In  this  test,  the 
child  is  exposed  to  animated  toys  that 
appear  in  a window  as  sounds  are  pre- 
sented through  a speaker  or  earphones. 
The  child's  hearing  can  be  vested  once 
the  child  has  leameu  to  anticipate  the 
toys'  appearance  by  turning  toward  the 
window  whenever  he  or  shes  hears  a 
sound.  Older  children  may  be  asked  to 
place  pegs  in  a pegboard  or  blocks  in  a 
bucket  when  sounds  are  heard. 

Special  test  procedures  can  be  used 
with  infants  or  older  children  who  are 
unable  to  make  voluntary  responses  to 
sound.  For  example,  auditory  evoked 
potentials  (AEPs)  use  a computer  to 
measure  the  brain's  response  to  sound. 
AEPs — ^which  require  that  the  child  be 
asleep  or  under  light  sedation — use 
electrodes  taped  to  the  scalp  to  mea- 


sure the  brain's  electrical  activity  while 
sounds  are  presented. 

One  component  of  an  AEP  evalua- 
tion is  the  auditory  brainstem  response 
(ABR)  or  brainstem  auditory  evoked 
response  (BAER).  Audiologists  can  use 
ABRs  to  assess  the  hearing  of  even 
newborn  infants.  Any  infant  at  risk  for 
hearing  impairments — ^thase  with  a 
family  history  of  hearing  impairment, 
very  low  birth  weight,  cleft  palate 
and/or  certain  developmental  disabili- 
ties— should  be  tested. 


This  is  the  audiogram  of  a child  with  a 
bilateral,  moderate-to-sevecB  hearing  loss. 
Frequency  of  the  sounds  (pitch)  appears 
across  the  top  of  the  graph;  intend  (loud- 
ness) appear  akxig  the  side.  The  shaded 
region  of  the  graph  shows  the  typical  fre- 
quency and  inteiisity  of  conversational 
speech.  The  audiologist  has  plotted  this 
chlld^  responses  to  sound  with  red  circles 
(right  eer)  and  blue  X%  (left  ear). 

Without  hearing  aids,  this  child  hears 
very  few  speech  sounds.  However,  with 
hearing  aids— shown  as  and  (for 

right  and  left  ears)— 4he  child  can  hear 
rmret  sounds  in  a typical  corwersatlon. 


lypes  of  hearing  loss 
Each  sound  can  be  characterized  by  its 
pitch,  or  “frequency”  (measured  in  cycles 
per  second — ^Heitz,  abbreviated  as  “Hz'*) 
and  by  its  loudness,  or  “intensity"  (mea- 
sured in  decibels,  abbreviated  as  “dB”). 
Most  speech  sounds  fall  between 
250-4(XX)  Hz.  Qmveisational  ^xjech  is 
usually  at  about  60  dB  in  intensity. 


During  a hearing  evaluation,  the  audiol- 
ogist plots  the  quietest  sound  that  an  indi- 
vidual can  hear  at  each  ftequency  on  a 
graph  called  an  “audiogram.”  As  viewed 
on  an  audiogram,  hearing  losses  may 
have  different  shapes.  One  child  may  only 
have  trouble  hearing  high  frequency 
sounds,  but  hear  everything  else  normal- 
ly. Another  may  miss  only  low-intensity  or 
quiet  sounds,  but  hear  fairly  evenly  across 
all  frequencies.  Tliese  two  listeners  would 
hear  the  same  speech  differently.  The  first 
child  might  not  be  able  to  hear  specific 
higli-fiequency  ^>eech  sounds  like  “T  and 
“s,”  wiiile  the  second  may  be  able  to  hear 
all  the  speech  sounds — but  only  if  they 
are  loud  enough.  Individuals  can  have 
either  type  of  hearing  loss,  or  a combina- 
tion of  the  two. 

Amplification 

Boosting  hearing  level  is  called 
“amplification.”  When  a cliild's  hearing 
is  not  within  a normal  range,  parents 
and  professionals  work  together  to 
decide  if  amplification  will  improve  the 
child's  ability  to  understand  and  use 
speech.  An  audiologist  will  try  to  pro- 
vide a hearing  aid  that  will  allow  the 
child  to  comfortably  hear  the  full  range 
of  speech  frequencies  and  intensities. 

Sensorineural  hearing  impairment, 
which  involves  damage  to  the  inner  ear 
or  the  auditory  nerve,  may  have  an 
adverse  effect  on  a child's  perception  of 
loudness.  A child  with  this  type  of  hear- 
ing loss  may  perceive  barely  detectable 
sounds  as  uncomfortably  loud.  The  audi- 
ologist will  try  to  solve  this  problem  by 
adjusting  the  aid  to  control  the  maxi- 
mum possible  sound  produced  by  the 
tiny  speaker  in  the  hearing  aid — also 
known  as  the  aid's  “output”  Hearing  aids 
also  include  circuits  that  permit  audiolo- 
gists to  adjust  the  output  to  provide 
more  amplification  in  the  frequency 
region  where  the  child  has  the  greatert 
amount  of  hearing  loss. 

A variety  of  amplification  devices  ar 
available.  However,  audiologists  gener- 
ally prefer  behind-the-ear  hearing  aids 
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Meeting  the  future  needs  of  a son  or  daughter  with  a disability  is  a challenging  task;  but  one  you  can  manage 
with  the  help  of  an  EPPD  Life  Planner.  EPPD  professionals  are  at  work  now  helping  families  like  yours 
throughout  the  country.  lx:t  us  show  you  how  to  help 
secure  your  family  member's  future.  Return  this  free 
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for  young  children  because  they  can  be 
fine-tuned  more  easily  as  additional 
information  about  the  child’s  hearing 
loss  becomes  available,  or  if  a child’s 
hearing  changes  over  time.  Because 
infants  and  toddlers  grow  so  fest, 
in-the-ear  and  canal-fype  hearing  aids 
are  not  typically  used — as  a child  grew, 
the  instruments  would  need  constant 
re-sizing.  Wth  behind-theear  hearing 
aids,  only  the  earmold  needs  to  be 
replaced  as  a child  grows. 

Assistive  listeiring  devices  inay  also  be 
available  in  public  placea  lliese  indude 
FM  systems  (like  small  radios)  and 
infiared  listening  systems,  which  use  the 
same  kind  of  signal  used  in  TV/VCR 
remote  controls.  Designed  to  overcome 
the  effects  of  background  noise,  these 
devices— common  in  theaters,  churches 
and  schools — transmit  a qpeaker^s  voice 
directly  to  a listener's  headphone. 

Because  of  noise  levels  and  bad 
acoustics  in  many  classrooms,  back- 


In  a visual  n9inf^>rcement  audlon^atry  test, 
children  may  be  asked  to  place  pegs  in  a 
pegboard  whenever  a sound  Is  heard. 


ground  noise  can  be  a big  problem  in 
school  Acoustic  ceiling  tiles  and  wall-to- 
wall  carpeting  can  inprove  acoustics  dra- 
matically.  If  necessary  forachild,  these 
classroom  modifications,  as  well  as  class- 
room use  of  an  assistive  listening  device, 
should  be  induded  on  the  child’s  lER 


Hearing  aid 
maintenance 

Hearing  aids  worn  by  an  active  toddler 
are  subjected  to  considerable  wear 
and  tear.  Because  a hearing  aid  is 
worn  on  the  body,  moisture  may  affect 
its  delicate  electronic  circuitry. 

Hearing  aid  dehumidiiier  kits  help  pre- 
vent this  type  of  damage. 

It  is  imp>ortant  to  monitor  a child’s 
hearing  aid(s)  on  an  ongoing  basis  to 
ensure  optimal  functioning.  This 
includes  daily  battery  checks  and  lis- 
tening checks  using  a hearing  aid 
stethoscope  that  can  be  purchased 
from  an  audiologist  Every  tluee 
months,  have  the  audiologist  take  stan- 
dardized measurements  of  hearing  aid 
performance.  Most  hearing  aid  manu- 
facturers provide  a one-year  insurance 
plan  for  loss  or  damage.  Extended 
policies  can  be  purchased  through  the 
manufacturer  or  a third-party  insur- 
ance provider. 


ortmities 

fora 

Better  Future 


Here  at  The  New  England  Center 

for  Autism,  we  offer  the  programs 
now  that  will  make  a better  future 
for  the  young  child  with  autism, 
PDD,  and  behavior  disorders.  At 
the  primary  level,  our  residential 
program  focuses  on  children  ages 
3-12.  Students  are  taught  using 
prov<?n  intensive  instructional  tech- 
niqucw  based  on  applied  behavior 
analysis.  Studies  nationwide  have 
shown  the  significant  impact  this 
type  of  program  can  make  on  the 
young  child’s  development.  This 
short-term  placement,  combined 


with  our  individualized  transition 
programs,  provides  an  avenue  to 
return  children  to  their  homes  and 
public  schools  with  the  skills  to 
grow  and  thrive  in  integrated  set- 
tings. Let  us  work  with  you  to  meet 
the  needs  of  the  young  children  in 
your  system  with  autism  and  PDD, 

Services  Include: 

• 1:1  and  low  staff-to-student  ratios 

• Discrete  trial  training 

• Positive  behavioral  programs 

• Parent  support  and  training 

• Language  acquisition 


For  more  information  on  our 
programs,  please  contact 

Catherine  M.  Welch,  MEd, 
Director  of  Admissions. 


33  Turnpike  Road,  Southboro,  MA 
01772  (508)  48M015 

Just  20  miles  from  Boston 
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Limitations  of  hearing  aids 
Parents  and  professionals  should  be 
aware  of  the  limitations  of  hearing  aids. 

In  addition  to  speech,  hearing  aids  ampli- 
fy other  sounds,  such  as  environmental 
noise.  When  amplification  is  sulEftcient  to 
amplify  speech,  “background  noise”  may 
interfere  and  be  bothersome  to  the  hear- 
ing aid  user. 

Some  children  may  have  such  severe 
hearing  impairments  that  they  are  able 
to  receive  only  limited  benefit  from 
hearing  aids.  In  such  cases,  hearmg  aid 
use  may  only  provide  a child  with 
awareness  of  environmental  sounds 
like  car  horns  and  smoke  detectors,  or 
access  to  certain  features  of  speech, 
such  as  changes  in  loudness  or  pitch, 
which  may  add  clues  to  lip  reading 

If  ahearing  aid  is  not  sufiicient to  allow 
a child  to  develop  ^>eech  and  language, 
other  communication  options— such  as 
sign  language— should  be  e^q^lored. 
Cochlear  implant  surgery  is  another 


Behirxl-the-ear  hearing  aids  are  th^ 
nrK>st  convTKxi  form  of  am 
prescribed  for  toddlers  and  youriger 
chttdim  As  the  cNW  grevvs,  or^ 
earnrK)fo  wtti  need  repfocement 


option  that  could  be  discussed  with  an 
otolaryngologist  (an  ear,  nose  and  throat 
doctor).  Cochlear  implants  have  been 
very  controversial  within  the  deaf  com- 
munity. Althou^  some  profoundly  deaf 
individuals  have  become  able  to  discrimi- 
nate conversational  level  speech  remark- 
abfy  well  after  receiving  cochlear 
implants,  others  receive  far  less  benefit 
Providing  hearing  aids  to  a young  child 
is  a critical  first  step.  But  children  with 
hearing  impairments  also  need  early 
intervention—includirig  lar\guage  stimula- 
tion—during  their  primary  language- 
learning years.  Auditory  training  can  help 
new  hearing  aid  users  learn  to  pay  atten- 
tion to  auditory  signals,  to  recognize  dif- 


ferences between  auditory  signals  and  to 
associate  meaning  with  sounds. 

For  more  information,  or  referral  to 
resources  in  your  area,  contact  the 
American  Speech-Language-Hearing 
Association,  10801  Rockville  Pike, 
Rockville,  MD  20852,  (800)  638-8255 
(V/TTY),  (301)  897-5700  (V/TTY),  (301) 
571-0457  (fax). 

Joseph  R PUlixM,  Ph.D.,  CCC-A  is  a 
senior  audiologist  at  Kennedy  Kiieger 
Institute  in  Baltimxrre,  Maryland.  He 
has  been  with  the  imtitutejor  eight 
years  and  specializes  in  audiological 
management  of  chUdien  'loi.th  brvin 
disorders. 


Hear,  There  and 
Everywhere 


Give  the  gift  of  hearing  in  a way  you  never  thought  pOsSsihle.  Now 
your  child  can  hear  surrounding  conversations  and  sounds  naturally,  and 
take  part  freely. 

Sennheusers  revolutionary  Mikroport  2013-PLL  FM  Sy.stem  is  a totally 
new  concept  in  a,ssi,stive  ILstening.  Tliis  .system  interacts  with  the  environ- 
ment the  sjune  way  as  a human  ear,  by 
continually  balancing  ambient  noi.se 
with  more  specific  sounds,  allowing 
your  child  to  identify  important,  even 
critical,  .sounds — like  your  voice.  Don’t 
let  your  child  Ixr  cut  off  from  his  or  her 
.surroundings  . . . Scnnheiser  .supplies  the 
freedom  to  connect. 


iryi-SEWMHEISEIfl 


6 VISTA  ORIVt.  P.O  BOX  987,  OLD  LYME.  CT  06371  ■ VOICE  OR  TOO:  203.434.9190  FAX:  203.4M.^ 
IN  CANADA  221  LABROSSE  AVE.,  PTE  CLAIRE,  PQ  H9R  1A3  ■ TEL:  514.426.3013  FAX!  514:426'.3953 
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CO)ii{IMUKICATiON 

Gettiiig  Started 

with  Augmentative  Communication 

by  Naomi  Angoff  Chedd 


*You*re  hungi^?  You  want  s(xmethingjmrn  the  cabinet. . .ymi 
want  a cookie. . . a chocouite  cookie?  No.  A gralmm  cracker? 
No.  Hmmm. . .a  gmnola  bar?  Yesr  I breathe  a sigh  of  relief;  I 
figured  it  out  fairly  quickly  this  time. 

My  conversations  with  ;y  four-yearoid  daughter,  Kiiisey, 
who  has  cerebral  pai^  and  is  not  able  to  talk,  often 
proceed  along  these  lines.  Using  a combination  of 
pointing,  facial  exfjressions,  vocalizations,  some  simple  signing 
that  others  would  be  hard-pressed  to  understand  and  my 
knowledge  of  her  preferences,  she  can  tell  me  what  she  wants. 
Most  of  the  time  I understand  her,  but  it  can  be  a struggle. 

Is  this  the  only  way  for  us  to  communicate?  Wouldn’t  it  be 
more  effective  and  satisfying  if  Kinsey  could  teU  me  right  off 
the  bat,  “Mom,  I want  a granola  bar.  And  how  about  some 
milk  to  go  with  it?”  I often  feel  frustrated  and  impatient,  and 
Kinsey  obviously  does  too;  she  has  a lot  to  say  and  only  limit- 
ed means  of  expressing  herself.  For  Kinsey  and  many  chil- 
dren like  her,  augmentative  communication  (AC)  is  a solu- 
tion— ^possibly  the  only  solution. 

Defining  augmentative  communication 

“AC  always  involves  a voice  ^thesizer,”  one  parent  told  me. 

“Don’t  you  need  to  be  able  to  use  a computer?”  asked 
another. 

“I  thought  it  referred  to  those  picture  boards  kids  in  wheel- 
chairs use,”  responded  a third. 

AC  is  all  of  these  things  and  more.  It  involves  everything — 
pictures,  sign  language,  computers,  voice  output  devices,  letter 
boards — ^that  supplements  or  replaces  speech. 

Although  many  children  will  move  from  non-electronic 
communication  devices  to  computers,  most  will  use  a combi- 
nation of  AC  methods.  A child  may  use  a computer  and  voice 
output  device  in  school,  but  use  a picture  notebook,  vocalizing 
and/or  signing  at  home. 

No  one  way  fits  eveiy  situation  and  every  child.  The  chal- 
lenge is  finding  the  right  combination  of  solutions  to  provide 
your  child  with  the  fastest,  most  effective  means  of  attaining  his 
or  her  goals.  And  no  matter  what  features  a system  has,  remem- 
ber that  the*  only  good  communication  system  is  one  your  child 
will  use. 

Although  experts  have  varying  opinions  on  how  and 
when  to  design  an  AC  system,  they  aU  agree  on  one  thing — 
using  an  augmentative  system  will  not  inhibit  speech  pro- 
duction. Howard  Shane,  of  the  Communication 
Enhancement  Center  at  Boston  Children’s  Hospital,  says 
AC  often  leads  to  improved  speech — “It  takes  the  pressure 
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Working  with  Edith  Thayer,  speech  and  language  clinician  for  the 
Vineland  School  District  in  Vineland,  New  Jersey,  William  *rh>olln 
learned  to  communicate  using  his  DynaVox  within  a few  days. 
William,  16,  has  spastic  quadriplegia,  which  limits  his  speech  and 
mover.. ent.  Photo  courtesy  Sentient  Systems  Technology. 


off  kids.  They  can  relax,  and  speech  may  come  more  easi- 
ly.” Shane  added  that  for  some  children,  “learning  occurs 
using  a visual  modality,  so  picture  systems  can  actually 
speed  up  speech  and  language  acquisition.”  Also,  success 
with  other  modes  of  communication  motivates  the  child  to 
experiment  with  all  available  m«ans. 

Low-tech  options 

Preschoolers  often  begin  AC  use  with  situation-specific  pic- 
tui'e  or  symbol  boards  illustrating  acti\ities,  chores,  foods, 
toys,  emotions,  friends  and  family.  These  help  a child  get  used 
to  making  choices,  expressing  feelings  and  telling  stories. 

Large  vocabulary  picture  books  are  divided  into  various 
sections  and  contain  categories  such  as  people,  places, 
action  v/ords,  leisure  activities,  movies  and  toys. 
Professionals  should  design  a conununicadon  book,  but  par- 
ents and  teachers  can  participate  in  the  process. 

Electronic  devices 

It  would  be  impossible  to  describe  eveiy  one  of  the  wide 
range  of  electronic  products,  but  they  include: 

• Small,  hand-held  keypads,  with  various  options  including 
screen  displays,  printout  and  voice  output  (requires  direct  selec- 
tion, meaning  the  child  selects  options  with  a single  finger); 

• Hand-held  picture  display  devices  with  voice  output  (also 
requires  direct  selection); 

• Programmable  keyboards  of  various  sizes,  with  or  without 
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voice  output  (cari  be  used  with  direct  selection,  single  switch 
use  or  scanning; 

• Electronic  picture  communication  books  that  fit  into  three 
ring  binders  and  have  voice  output  devices;  and 

• User-programmable  devices  (using  direct  selection  or  scan- 
ning), some  of  v^hich  include  an  auditory  scanning  function  for 
users  with  visual  impairments. 

Home  computers  can  be  used  as  AC  devices,  and  may  be 
ad^ted  to  provide  many  selection  options.  These  include 
touch  screens,  e^qjanded  keyboards  and  overlays  requiring  a 
lighter,  less  precise  touch. 

Pointing  and  typing  aids,  such  as  headsticks,  mouthsticks, 
handsplints  and  optical  lightbeam  devices  are  also  available. 


The  ri^t  system 

Integrating  an  appropriate  communication  ^tem  into  every- 
day life  can  be  one  of  tlie  mayor  problems  for  children  and  par- 
ents. In  my  house,  for  example,  we  have  20  minutes  to  get 
breakfast  ready,  snacks  made  and  two  kids  off  to  school. 
Selecting  breakfast  choices  from  a picture  book  would  certain- 
ly help  my  daughter  improve  her  symbolic  communication 
skills,  but  sometimes  it’s  easier  to  ask  a question  and  get  a nod 
of  the  head  in  response. 

Jude  O’Hara  learned  new  things  about  her  six-year-old  son 
Stephen,  who  has  cerebral  palsy,  after  he  started  using  a com- 
munication book.  For  example,  the  communication  book. 


which  contains  alphabet 
and  number  pages,  gave 
Stephen  his  first  chance  to 
demonstrate  his  spelling 
and  math  skills.  Steven’s 
family  is  now  exploring 
ways  for  him  to  access  a 
computer  system,  which  he 
will  need  for  writing,  home- 
work assignments  and  corv- 
versing  with  friends. 

Linda  Freeman,  the  moth- 
er of  Alexander,  a seven- 
year-old  with  cerebral  palsy 
says  therapists,  AC  experts, 
computer  programmers  and 
hardware  designers  have 
been  working  on  developing 
a cx>mmunication  system  for 
Alexander  since  he  was 
two.  “Alexander  actually 
has  one,  but  it’s  so  difficult 
and  time-consuming  to  use 
and  has  so  many  bugs  that 
nobody  wants  to  go  near  it 
It  frustrates  him  and  every- 
body else,”  Linda  says.  “And 
it  wasn’t  for  lar:k  of  trying. 
Our  team  was.  creative, 

continued  on  paqc 
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Alexander  Freeman,  7,  spetis  words 
uskig  an  tritellikeys  keyboard  and 
polntirig  device  that  was  designed  arid 
oorrstructed  a f^iiiy  fnend. 

Occupeftkrrai  therapist  Carrie  Larsen 
helps  Alexander  maintain  his  balance 
by  hokiing  his  light  hand  dofwn  on  the 
desk. 
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Everything. 

You  asked  for  a change  in  augmentative  communication.  One  that  will  help 
build  a better  future  for  those  with  speech,  learning,  and  physical  disabilities. 

And  we're  pleased  to  announce  that  change  has  come.  Introducing  the 
DynaVox  2 family  of  augmentative  communication  devices. 

Smarter.  Lighter.  More  flexible.  With  built-in  environmental  control,  wireless 
computer  access,  8 or  20  megabytes  of  memory,  and  your  choice  of  monochrome  or 
color  display.  All  at  a very  affordable  price. 

And  that's  only  the  beginning. 

Because  we're  also  pleased  to  introduce  DynaVox  2 Software  for  DOS  and 
Macintosh.  Now  you  can  turn  your  computer  into  an  augmentative  communication 
device  to  easily  program  and  transfer  files  between  DynaVox  2 devices  and  your 
computer  - without  taking  away  a child's  unit. 

DynaVox  2.  It's  the  kind  of  change  that  can  make  a difference  in  people's  lives. 
A change  we  can  build  on  together,  to  create  a whole  new  era  in  the  freedom 
and  power  of  speech. 

If  you'd  like  to  know  more,  please  give  us  a call  at  1-800-344-1778. 


Sentient  Systems 

Technology,  Inc. 
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A,  r,  -n  NEW  ANi  ' EXPANDED 
CATALOG 

FOR  THESE  iTEMS  AND  MORE  ■ 


. ^<^K  CUSTOMER 
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[iseProgramDL  eDO"® 
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Direct  or  via 
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Consumer  Care  Products  inc. 

810  N.  Water  St..  P.O.  Box  S84 
Sheboygan,  Wl  53082-0684 
Tel:  414-459-8353  FAX:  414-459-9070 
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continued  from  page  35 

hard-woiidng  and  committed  to  providing  Alexander  with  a sys- 
tem he  could  happily  use.  But  after  spending  all  that  time  and 
money,  we’re  starting  again  fixim  square  one.” 

Unfortunately,  the  Freemans’  experience  is  not  uncommon. 
One  of  the  m^or  problems  they  faced  was  that  when 
Alexander’s  system  was  first  beginning  to  take  shape  five  years 
ago,  the  technology  was  fairly  new  and  there  were  a lot  of 
hardw^are  and  software  problems.  But  whenever  technology  is 
central  to  a system’s  success,  keeping  up  with  the  latest  and 
best  products  and  techniques  will  always  be  a challenge. 

How  to  get  started 

• Determine  if  your  child  is  a (mididate  faraiigmentative  cam- 
munimtian,  AC  can  be  used  by  anyone  whose  speech  cannot 
meet  their  communication  needs.  Even  if  a child’s  family  under- 
stands his  or  her  iqpeech,  AC  can  provide  a means  for  the  child 
to  interact  with  friends,  teachers  and  other  inqx)itant  people. 

• Set  specific  and  rcodistic  go(d^  For  a preschooler,  making 
activity  choices  and  friencMi^  mi^t  be  the  best  use  of  AC;  an 
academically  competitive  fifth-grader  might  need  a system  that 
allows  for  quick  re^nse  in  class  and  provides  a means  of  talk- 
ing on  the  phcme. 

• Integrate  pictures  into  everyday  canversatixms  with  your 
child,  Tbss  doesn’t  mean  using  a picture  to  communicate  eveiy 
noun,  verb  or  adjective.  But  if  you’re  going  to  McDonald’s,  for 
example,  hold  up  a ketchup  packet  with  the  McDonald’s  logo.  If 
you’re  going  to  see  Grandma,  point  to  a picture  of  Grandma 
Sa37s  one  AC  specialist,  *Tou  can’t  talk  to  a non-verbal  child  using 
only  words  and  then  expect  him  to  respond  using  only  pictures. 
You  need  to  model  what  you  want 

your  child  to  do.” 

• Find  an  experienced  AC  special- 
ist or  clinic.  Ask  for  advice  from 
your  i^)eech  pathologist,  occupa- 

)n  her  preschool  classroom,  tbur-year- 
old  Kinsey  Chedd  (right)  uses  a vocab- 
ulary picture  book  to  communicate 
with  teachers  and  classmates. 
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tional  therapist  (OT),  physical  therapist  and  other  parents.  TVy 
to  work  with  clinicians  that  are  in  it  for  the  long  haul;  youll 
need  them. 

• Get  good  Uingmgey  visUm,  hearing  and  OT  evaluations. 
Clinicians,  e^)ecially  OTb,  can  often  provide  valuable  advice  on 
positioning,  system  access  and  maximizing  hand  and  eye  use. 

Be  sure  they  are  involved  fix>m  the  be^nning. 

• Become  an  informed  consumer.  Product  descriptions  often 
make  communication  devices  sound  miraculous.  Before  pur- 
chasing anything,  be  sure  you  know  how  it  works  and  what  it 
can  do.  Thlk  to  users  and  observe  a variety  of  systems  in  actioa 
Many  manufacturers  run  seminars  and  workshops  at  trade 
shows.  Most  offer  rentals  as  an  alternative  to  purchase  and 
some  may  let  you  borrow  devices  to  try  them  out 

• Ask  for  fidp  and  coopemtion  from  the  school  Find  someone 
with  experience  in  designing  AC  systems  or  ask  for  outside  con- 
sultatioa  “It  is  often  the  classroom  aide  who  is  the  critical  link 
and  makes  the  difference  between  success  and  failure  with  an 
augmentative  system,”  Shane  says.  “Ihis  is  the  person  who 
knows  your  child  the  best  and  has  the  strongest  commitment, 
but  is  the  lowest  paid  and  has  the  least  training.  I would  like  to 
see  that  change.” 


Portable  • Affordable  • User  Friendly 


• built-in  3 1/2”  disk  drive  • quick,  easy  to  program 
• saves  all  previous  work  • quick  change,  coded,  standard 
size  (8  1/2”  X 1 1)  overlays » tilt-up,  adjustable  keyboard 
8 or  32  key  • tactile  key  feedback  • large  easy  touch 
transparent  keys  • superior  voice  clarity  • jack  for  access 
by  alternate  switches  • PC  connectable,  RS  232C  serial 
port  • built-in  storage  compartment  • optional  backlighting 


COMMUNICATION  DEVICES,  INC. 

2433  Government  Way.  Suite  A • Coeur  d'Alene,  ID  83814 
Phone  (208)  765-1259  • Toll  Free  1 (800)  604-6559 


Call  for  a free  brochure  or  video 
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When  I explained  my  daughter’s  capabilities  and  needs  to  a 
number  of  experts  in  the  field,  I received  a variety  of  perspec- 
tives and  informatioa  I 
asked  when  I ^ould 
begin  to  get  more 
aggressive  with  AC, 
and  perhcTV'  the  most 
useful  ad*  ice  came  in 
the  form  of  a ques- 
tion— ^“She’s  already 
four?  What  are  you 
waiting  for?”  EP 

Naomi  Angqff  Chedd 
lives  in  Brooklvne, 

Massachusetts  with  her  husband,  Graham,  a filmmaker  and 
television  prodvoer,  and  children,  Harry,  5,  and  Kinsey,  4. 
Naomi  is  a freelance  writer  and  graduate  student  in  coun- 
seling psychology.  She  writes  a regular  parent  column  in  the 
NDTNework,  a newsletter  for  therapists,  published  by  the 
Neuiv-Developmental  Associa  tion,  and  is  a new  member  of 
Exceptionai.  Parentis  editorial  steff. 


We're  talkin'  now! 


Why  do  the  most  successful  augmentated 
communicators  use  PRC  communication 
devices  with  Minspeak”*?  Because  they  enable 
people  to  reach  their  potential.  PRC  offers 
devices  for  virtually  every  age  and  ability. 

I Pientke  Romicii  Gompany 

1022  Heyl  Rd.  Wooster,  OH  44691 
600-262-19B4  • 216-262*1964  • fax  216-263^29 
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COMMUNICATION 


FAcmmED  CoMMLNicmoN: 

Miat  Parents  Should  Know 

by  Karen  Levine  and  Robert  Wharton 


Communication — the  ability  to  express  one's  thoughts,  tative  contmunication  systems.  In  the  last  five  yeai:s,  facili- 

ideas  and  wishes  to  another  person — is  a vital  compo-  tated  contmunication  has  received  publicity  as  a possible 

nent  of  life.  However,  when  a developmental  differ-  breakthrough  in  communication, 

ence,  such  as  language  delay,  motor  impairment,  develop- 
mental delay  or  autism,  interferes  with  communication,  a What  is  facilitated  communication? 

child  needs  extra  help.  A six-year-old  boy  with  autism  sits  in  his  classroom  next  to  a 

There  are  many  approaches  to  enhancing  a child's  com-  teacher.  Until  recently,  the  boy  was  considered  developmen- 
munication  skills.  Some  children  can  benefit  from  speech  tally  delayed.  He  carmot  say  any  words  but  seems  to  under- 
therapy; others  may  learn  to  use  gestures,  signs  or  augmen-  stand  a few  spoken  phrases.  In  front  of  the  boy  and  his 

comtinucd  an  pagek2 


An  FC  Nightmare 

My  husband  and  I were  introduced  to  FC  by  a police  detective, 
who  told  us  our  1 3-year-old  son  son,  Josh,  had  made  allega- 
tions of  sexual  abuse  against  a family  member.  The  detective  gave  us 
typed  transcripts  our  sen  was  suppo^  to  have  produced  at  school 
when  ''facilitated"  by  his  teacher.  We  had  no  idea  Josh's  teachers 
were  using  FC  with  Josh,  who  has  moderate  mental  retardation. 

We  took  Josh  for  a physical.  We  felt  somewhat  reassured  when 
the  doctor  reported  no  physical  signs  of  sexual  molestation.  But 
that  reassurance  was  soon  to  evaporate. 

I asked  Josh's  teachers  and  therapists  how  he  could  communi- 
cate like  this.  "He  can  talk,"  1 said,  "but  he  cannot  read,  write  or 
spell."  They  said  they  could  not  explain  it,  but  that  FC  was  a 
miraculous  new  "thing"  that  unlocked  hidden  intelligence. 

Although  we  were  doubtful,  we  trusted  these  professionals.  And 
we  wanted  to  believe  our  son  was  intelligent  enough  to  have 
taught  himself  to  read,  write  and  spell.  We  went  along  with  their 
recommendation  that  Josh  should  continue  using  FC. 

As  months  passed,  it  continued  to  be  facilitate  that  Josh  was 
being  abused,  was  not  protected  by  his  family,  or  wanted  to  leave 
home  to  be  safe.  At  one  point,  the  police  were  called  in  to  investi- 
gate claims  he  was  making  "plots  and  ploys  to  murder"  his  family. 

I allowed  the  police  to  question  Josh  because  they  agreed  to  pro- 
vide me  with  a videotape  of  the  interview.  It  was  heartrending  to 
watch  43  minutes  of  Josh  struggling  with  the  facilitator,  using  spoken 
language  to  repeatedly  say,  "Can  I stop  now?  Can  I go  back  to  the 
room?  No,  no,  tx>l  I don't  want  to  do  this."  He  repeatedly  yanked  his 
hand  away  from  hers,  turned  the  typewriter  off  arid  look^  around 
the  room  while  she  "facilitated,"  concentrating  Intently  on  the  key- 
board. When  an  officer-suggested  that  our  son  might  want  to  stop, 
the  facilitator  repeated  the  FC  lore— what  he  says  isn't  valid;  just  pay 
attention  to  what  is  typed.  The  investigation  continued. 

A few  weeks  later.  Josh's  grandfather  was  accused  of  sexual 
abuse.  My  involvement  was  implied  by  a facilitated  statement 
about  "the  ploy  by  my  mother  to  appear  normal." 

VAfe  were  distraught  If  our  son  Irad  been  abused  by  anyone,  we  cer- 
tainly wanted  to  kriow,  but  rrone  of  t?  iis  made  sense.  Josh  had  never 
spoken  about  anything  remotely  resembling  sexual  molestation.  Yet 
his  teaclier  claimed  this  communication  was  coming  from  him. 

A final  "facilitated"  police  interview  resulted  in  a typed  sheet 
describing  specific  graphic  sex  acts  involving  me.  I was  hysterical 
after  reading  the  accusations.  School  personnel  then  said  they  were 


Josh  Johnson  and  his  sister,  Samantha. 


convinced  that,  although 
these  were  his  words,  Jobli 
was  lying.  The  detective 
in  charge  decided  not  to 
file  any  charges. 

Despite  that  decision,  1 
cried  for  weeks.  I was 
terrified  my  child  would 
be  taken  away  from  me, 
or  that  I might  be  arrest- 
ed or  forced  to  leave  my 
home.  I couldn't  under- 
stand how  the  sweet, 
funny,  talkative  child  I 

loved  could  have  done  

this.  Or  why. 

Then  I discovered  he  didn't  do  it.  We  experimented  with  our 
own  electric  typewriter.  I had  believed  Josh's  hand  could  not  be 
pushed  to  keys  he  didn't  warrt  to  press,  but  I soon  discovered  that, 
holding  his  hand,  I could  speil  whatever  I wanted.  If  I looked  away 
from  the  keyboard,  the  words  turned  to  gibberish. 

At  our  insistence,  the  school  stopped  using  FC  with  Josh.  His 
recovery  from  FC  began  the  day  he  entered  a new  classroom.  After 
months  of  having  his  spoken  language  ignored,  he  was  finally 
being  valued  for  himself  again. 

Some  people  call  FC  an  inexpensive  intervention.  In  fact,  FC  has 
enormous  costs.  We  spent  our  life  savings  defending  ourselves 
against  false  accusations.  And  we're  not  the  only  victims.  FC  has 
d^oyed  families,  cost  jobs,  placed  children  arvd  adults  in  homes 
with  strangers  ill-equipp^  to  handle  their  needs,  and  undermined 
the  credibility  of  professionals — ^who,  despite  the  best  of  intentions — 
insist  on  ignoring  the  results  of  objective,  scientific  research. 

— Cecilia  Johnson 
Georgia 


Johnson,  along  with  other  parents,  has  formed  a support  group  for 
families  who  feel  they  have  been  hurt  by  FC.  The  group  provides 
information,  cof)ies  of  scientific  reseaxh,  articles,  and  videos  exam 
ining  FC.  For  mote  information,  call  (404)  973-4045. 

This  piece  was  adapted  from  Tne  lARET  NEWStfUER  (Summer/Fall 
1 994).  For  more  information,  see  "From  Someone  Who's  Been  There 
and  Back," page  51. 
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Books  sent  on  approval  * Complete  catalog  sent  on  request  • Prices  subject  to  change  without  notice 


'2600  South  First  Street  Springfield  • Illinois  ♦ 62794-9265 


□ Williamson.  Kerri  Bennett  — NATURAL  HOME 
SCHOOLING:  A Parent-Teacher's  Guidebook  to 
Natural  Learning  in  the  Home.  '95,  116  pp.  (7  x 

10). 

□ Nemapare,  Prisca  & Richard  Neumann  — FUNDAr 
MENTALS  OF  MEAL  MANAGEMENT.  '95,  240  pp. 

(7  X 10),  1 il.,  16  tables. 

□ Camerer,  M.  C.  & Emerson  Capps— RAISING  OTHER 
PEOPLE'S  KIDS:  A Guide  for  Houseparents,  Foster 
Parents,  and  Direct  Care  Staff.  '95, 188  pp.  (7  x 10). 

D Love,  Harold  D.  & Freddie  W.  Litton — TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x 10),  8 il.,  23  tables, 
$51.95.  $30.95.  paper. 

□ Holley,  Shelby- A PRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  308  pp.,  13  il.,  1 table, 
$61.95.  $34.95.  paper. 

□ Jones,  Carroll  J.-CASE  STUDIES  OF  SEVERELY/ 
MULTIHANDICAPPED  STUDENTS.  '93, 174  pp.  (7 
X 10),  $38.95.  $24.95.  paper. 

□ Giordano,  Gerald -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X 10),  85  il.,  26  tables,  $58.75,  spiral  (paper). 

□ Lombana,  Judy  H.-GUIDANCE  FOR  STUDENTS 
WITH  DISABILITIES,  2nd  Ed.  '92, 198  pp.  (7  x 10), 

1 table,  $47.95.  $29.95.  paper. 

□ Younger,  Frances-FIVE  HUNDRED  QUESTIONS 
KIDS  ASK  ABOUT  SEX  AND  SOME  OF  THE 
ANSWERS:  Sex  Education  for  Parents,  Teachers 
and  Young  People  Themselves.  '92, 230  pp.  (7  x 10), 
$34.95.  $19.95.  paper. 

□ Reavis,  Donna -ASSESSING  STUDENTS  WITH 
MULTIPLE  DISABILITIES:  Practical  Guidelines  for 
Practitioners.  '90, 110  pp.  (7  x 10),  13  il.,  $29.95. 
$15.95,  ptper, 

□ Duran,  Elva-TEACHING  THE  MODERATELY  AND 
SEVEREIY  HANDICAPPED  STUDENT  AND  AUTISTIC 
ADOLESCENT:  IMth  Particular  Attention  to  Bilin- 
gual Special  Education.  '88,  250  pp.  (7  x 10),  5 il., 
3 tables,  $47.95.  $29.95.  paper. 

□ Harley,  Randall  K.,  Mila  B.  Truan  & LaRhea  D. 
Sanford -COMMUNICATION  SKILLS  FOR  VISU- 
ALLY IMPAIRED  LEARNERS.  '88,  356  pp.  (6^4  x 
934),  41  il.,  $55.95.  $33.95.  paper. 

□ Rose,  Harriet  Wallace-SOMETHING'S  WRONG 
WITH  MY  CHILDI  A Strai^tforward  Presentation 
to  Kelp  Professionals  and  Parents  to  Better  Unde^ 
stand  Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87, 210  pp. 
(7  X 10),  $37.95.  $22.95.  paper. 

□ Formanek,  Ruth  & Anita  Gurian— CHARTING  INTEL- 
LECTUAL DEVELOPMENT:  A Practical  Guide  to 
Piagetian  Tasks.  (2nd  Ed.)  '81,  136  pp.,  57  il.,  2 
tables,  $25.95. 
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teacher  is  a piece  of  caidboard  with  the  letters  of  the  alphabet 
written  on  it.  The  teacher  holds  her  hand  gently  around  the  child’s 
hand;  together  they  point  to  letters  while  the  teacher  says  the  let- 
ters and  words  aloud--“I. . . W-A-N-T. . . want. . . I w^ant. . . S-T-R-A-W- 
B-E-R-R-Y...  I-C-E-C-R-E-A-M...  I want  strawberry  ice  cream.” 

“Oh,  you’ll  get  it  at  lunch!”  the  teacher  answers. 

This  technique  of  hand-over-hand  spelling  out  of  words  is  called 
facilitated  communication  (FXD). 

Australian  educator  Rosemary  Ciossley  developed  FC  to  help  a 
woman  with  cerebral  paL^  communicate.  Crossley  began  by  using  a 
hand-over-hand  approach  to  help  the  woman,  who  had  severe  motor 
problenis,  indicate  preferences  by  pointing  to  pictures.  Crossley  later 
expanded  this  technique  to  include  the  use  of  an  alphabet  board. 

A few  years  later,  Crossley  began  using  FC  with  other  students, 
including  children  and  adults  with  autism  and/or  mental  retarda- 
tion. Although  many  of  these  individuals  had  not  shown  any  previ- 
ous evidence  of  verbal  skills  or  literacy,  through  FC,  they  were 
reported  to  produce  highly  sophisicated  communication. 

In  1990,  Douglas  Biklen,  a professor  at  Syracuse  University  in 
Syracuse,  New  York,  observed  Crossley  and  her  students  in  Australia 
He  began  writing  about  FC  and  teaching  its  use  in  this  country. 

Why  is  FC  controversial? 

The  controversy  surrounding  FC  has  to  do  with  authorship  of  the 


Speaking  with  Kimberly 

When  1 began  facilitating  with  my  daughter, 

Kimberly,  I would  sometimes  ask  myself  if  she 
was  really  typing  these  words,  or  was  I somehow  mov- 
ing her  hand.  To  suddenly  have  one's  daughter  type 
long  sentences  when  she  rarely  spoke  one  word,  is  an 
indescribable  feeling.  Was  this  the  same  seven-year-old 
child  I thought  only  understood  at  the  level  of  a three- 
year-old? 

Yet,  I knew  in  my  heart  these  were  her  hand  move- 
ments and  not  mine.  Because  of  my  own  doubts,  how- 
ever, 1 understood  when  I heard  "through  the 
grapevine"  that  some  professionals  who  had  already 
worked  with  Kim  thought  I was  the  one  doing  the  typ- 
ing. But  I had  no  reason  to  lie,  and  it  hurt  to  hear  that 
people  thought  I was  making  this  up.  It  might  have 
been  a little  easier  had  they  expressed  their  disbelief 
directly  to  me — ^though  not  in  front  of  Kimberly. 

Now,  more  than  three  years  later,  I have  no  doubt 
that  all  the  amazing  things  Kimberly  types  are  her  own 
words,  and  at  least  one  of  the  original  doubters  has 
become  a staunch  supporter  of  Kimberly's  abilities. 

None  of  our  friends  ever  thought  we  were  lying 
about  Kimberly's  abilities.  They  trust  me,  and  they 
know  that  as  a mother  of  five  children,  I don't  have 
time  to  go  around  pretending  my  daughter  types.  They 
know  that  I facilitate  with  Kimberly  because  she  has 
something  to  say.  Also,  some  of  our  friends  now  facili- 


A Special  Care  Facility 
Exclusively  for  Children 

At  V(K)rlKvs  Pocliairic  Facility  wo  provide  a^mprohonsive  and  progressive 
subacute  health  care  lor  medically  fragile  children  ages  birth  to  21  years. 

Mere  s why  Voorhees  Pediatric  Facility  is  the  right  choice: 

• An  alternative  to  acute  care  hospitalization  — with  dramatic 
cost  savings 

• Largest  pediatric  ventilator  unit  m the  countq'  (including  pressure  vents) 

• Strong  medieval  and  rehabilitative  interdisci plinar)-  team  aoproach 

• In-house  developmental  pediatrician  and  medical  resident  program 

• Itoard  certified  pediatric  pulmonologists 

• Affiliated  with  St.  Christopher  s Hospital  for  Children  and 
CoopcT  Haspital’s  Child  Dewlopment  Center 

• Respite  care  available  at  our  lOS-lK'd  facility 

• I uiurc  programs  - Pediatric  specialized  medical  day  and  home 
health  care 

• Caring  for  children  from  the  Mid-.Atlantic  states  i982 
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COTTING  SCHOOL 


“Congratulations.  You’ve  Just  Found 
a Place  for  Your  Child  to  Thrive.  ” 


Cotting  School  is  a 766-approved  day  school  in  Lexington, 
Mass,  serving  children  and  young  adults,  ages  3-22,  with  a 
variety  of  physical,  medical,  and  learning  challenges. 

Cotting's  program  features:  physical,  occupational  and 
communication  therapies  * art,  music  and  drama  classes 
* prevocational  and  off-campus  internship  programs  * 
basketball  and  trad<  & field  teams-and  more-all  under  one 
roofi  We  give  your  child  every  opportunity  to  succeed. 

At  Cotting  Sdmol,  your  child  will  be  nurtured 
end  stimuleted,  not  set  apart 
For  more  information  or  a tour,  call  Bob  Driscoll,  Director 
of  Admissbns,  at  (617)  862-7323. 
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Marilyn  Dixon  began  facilitating  with  her  daughter, 

Kimberiy,  now  10,  three  years  ago. 

tate  with  her  as  well,  so  they  know  from  persona!  expe- 
rience that  these  are  her  words.  / 

However,  we  still  encounter  prof^sionals  who  doubt 
FC.  About  a year  after  she  began  using  FC,  Kimberly 
and  1 went  to  a conference  where  a speaker — an 
"expert^  in  the  field  of  autism — spoke  negatively  about 
FC,  even  though  he'd  had  no  peisonal  experience 
using  the  technique. 

Since  this  speaker  has  never  tried  FC,  his  suspicions  are 
understandable.  However,  it  was  not  right  for  him  to  publicly 
criticize  something  he  knows  so  little  about,  especially  in  front 


of  an  audience  including  many  people  whose  children  use  FC. 

Another  time,  we  took  our  daughter  to  a neurologist 
because  of  her  seizures.  After  being  given  a drug  so  she  would 
fall  asleep  for  an  EEC,  Kimberly,  by  facilitating  with  me,  tried 
to  tell  the  doctor  how  the  drug  made  her  feel.  The  neurologist 
immediately  said,  "Mom,  what  are  you  doing?  She  isn't  even 
looking  at  that  thing  [her  Canon  communicator)."  Although 
this  person  had  never  met  Kimberly  before  that  day,  he  was 
questioning  her  ability  to  communicate.  It  made 
me  feel  like  he  thought  I was  ignorant  and  that 
my  daughter  was  not  intelligent.  The  worse  part 
was  that  he  said  this  in  front  of  Kimberly. 

Professionals  would  do  better  to  assume  that 
ail  non-verbal  or  low-verbal  individuals  they 
encounter  actually  understand  everything  that  is 
said.  Even  if  these  individuals  are  genuinely 
retarded,  it  certainly  can't  hurt  to  treat  them  as  if 
they  are  not.  And  If  they  are  intelligent  and  the 
"professional"  treats  them  otherwise.  It  can  dam- 
age their  self-esteem.  I believe  many  profession- 
als reject  FC  because  it  would  force  them  to 
admit  they  had  been  wrong  about  everything 
they  have  been  taught  or  believed  about  the  intelligence  of 
those  who  cannot  speak. 

— Marilyn  Dixon 
Texas 


FUN  WHEELER 

Take  your  child  for  a DELIGHTFUL,  effortless  ride  on  the  beach,  through 
the  woods,  over  nature  trails,  and  all  those  places  a wheelchair  can  not  go. 

With  the  special  patented  soft  plastic  pneumatic  wheels  on  the  FUN 
WHEELER,  sand  or  uneven  terrain  is  as  EASY  to  traverse  as  concrete! 

WE  GUARANTEE  IT !! 

• Carrie  Seat  by  Tumblefonns  * easily  attaches  for  added  postural  support 

• Adjustable,  detachable  handle 

• Adjustable  length 

• Disassembles  simply  w/o  tools  for  convenient  transport 
Inquire  about  our  Sport  Wheeler  for  teens  and  adults! 

1-800-388-1380 

Office  804-46M 122  • Fax  804-461  *0383 

Repnntcd  By  pemnission  of  J A Pieston  571 1 A Sellger  Drive,  Dfept.  E. 

CorporatKX)  1990.  Bisse!  He^hcare  Corporation  Norfolk.  VA  23502 
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U.S.  Authorized 
ROBOTRON 
Distributor  PTY.LTD. 

- Rainbow  Stand  Alone  or  PC  Operated 

Reading  Machine 

- Aria  Braille  Input/Speech  Output  Palm  Top 

- Columbus  Talking  Compass 

A/so  Available: 

- Index  Double-Sided  Braille  Printer 

- G.W.  Micro,  Henter  Joyce,  etc. 

Screen  Reading  Software  and  Syns. 

- Customized  Computer  Systems 

Best  Prices  Available 

Write  or  Call: 

Technologies  for  the  Visually  Impaired,  Inc. 

John  Panarese,  Manager 
9 Nolan  Court 

Hauppauge,  New  York  11788 

Tel.  / Fax:  1 (516)  724-4479 
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NOW  FEATURING  A 


Bus  Transport  Model 


lAi-EZ  Adjustable  High  Chair  Baae 


* Three  Models 

* Grows  from 
infant  to  age  7 

* Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 

1-800-388-5278 

732  Cruiser  Lane 
Belgrade,  Montana 
59714 
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spelled-out  sentences.  Critics  believe  the  facilitator  determines 
the  letters  to  which  the  nonverbal  individual  points.  In  fact, 
many  studies  have  shown  that  the  pointing  was  controlled  by 
the  facilitator.  In  virtually  all,  the  facilitators  were  unaware  of 
their  influence,  and  were  shocked  and  dismayed  by  the  results. 
One  of  the  most  powerful  of  these  studies  was  conducted  in 
1992  at  the  O.D.  Heck  Developmental  Center  in  Schenectady, 
New  York.  Douglas  Wheeler  and  his  colleagues  intended  for 
their  study  to  prove  to  skeptics  that  PC  was  a valid  form  of 
communication  for  the  individuals  with  autism  in  this  program. 
The  three-month  study  included  hundreds  of  trials  involving  12 
individuals  with  autism  and  nine  facilitators.  The  results  were 
completely  unexpected.  Not  only  was  there  not  one,  single  cor- 
rect response,  the  incorrect  responses  showed  overwhelming 
evidence  of  facilitator  influence. 

Defenders  of  PC  argue  that  studies  such  as  this  one  have 
been  done  in  artificial  circumstances,  and,  therefore,  are  not 
valid.  However,  no  studies  published  in  peer-reviewed  journals 
have  offered  support  for  PC. 

How  could  a facilitator  make  someone  point  to  certain 
letters  without  being  aware  of  it? 

. It  is  very  possible  to  gently  guide  someone’s  hand  to  point  to 
certain  letters  without  being  aware  you  are  controlling  their 
movements.  This  is  like  an  imperceptible  nudge  made  to  a car’s 

ccmtinued  on  page  49 


Facilitating  Love 

There  have  been  times  in  the 
past  that  family  and  friends 
have  denied  that  my  seven- 
year-old  son,  loshua,  was  really 
"talking"  to  us.  They  have 
accused  us  of  putting  ideas  in 
his  mind,  of  spelling  what  we 
want  to  hear  and  just  making 
up  the  things  that  loshua  has 
told  us.  Regardless  of  what  they 
say,  or  what  the  "experts"  have 
said,  I know  that  FC  works  for 
my  son. 

I remember  the  first  day  we 
learned  loshua  could  use  FC — 
we  were  thrilled.  Imagine  being  able  to  hold  a two-way 
conversation  with  your  child  for  the  first  time.  Thank  God 
someone  came  up  with  this  form  of  communication,  which 
has  unlocked  so  many  sealed  doors  for  us. 

Now,  loshua  can  tell  me  what  he  wants,  how  he  feels 
and  what  he  wants  to  do.  But  most  of  all,  he  says  that  he 
loves  me.  And  this  is  something  I will  not  let  anyone  take 
from  me. 

If  you  have  not  tried  FC,  or  are  skeptical  about  it,  why  not 
listen  to  your  heart  and  give  it  a try  with  your  child?  Unless 
you  find  a speech  therapist  who  is  willing  to  try  anything  to 
help  your  child,  you  will  find  the  going  rough.  But  I encour- 
age you  to  stick  with  it.  If  your  child  is  able  to  use  FC,  you 
will  certainly  be  rewarded. 

— Lewis  hhnson 
Virginia 
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The  Braun  Corpcratic^  has  esteHished 
theii  - - - - 


their  jxoduds  as  the  behdunark  for 
foteriratk^FeiscraalhhfoSity.  New,  with 
intrbductkxi  of  the  toduslye  decbo- 
mechanical  kneiding  system,  the  Braun 
Entervan"  offers  a new  fcvd  of  idiaUe 
mobility. 

The  electromechanical  non^ir  kneeling 
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Call  l-BOO-THE  UFT  for  more  iitformation 
and  foe  All-Slar  Distrilrator  nearest  you. 
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Your  child  will  go  far... 
with  my  CooperCar! 


New  and  improved! 

1 ) More  power 

2)  Proportional  joystick 

3)  More  speeds 


Adaptable  to  any  child, 
any  switchand... 

...less  than  $1000! 

(FOR  BASIC  COMPONENETS) 


SAM 

.my  Switch-Adapted 
Mouse  device... 

...lets  you  plug 
switches  into  your 
computer! 


«*“ : 

The  line  comes  down  . .the 
i finger  goes  across.  i 


Use  a single  switch  to 
controt  both. 


CrossScanner 

...lets  one  switch  (or  any 
pointing  device)  do 
everything  on  your  Mac 
or  Windows  computer! 


I also  make  a variety  of  special  needs 
software  for  your  Mac,  Windows,  or  Apple  II 


computer. 

Hi! 

I'm  RJ  Cooper,  inventor  of  the  CooperCar,  SAM, 
and  many  special  needs  computer  programs  for  your 
child.  I've  been  helping  parents  and  professionals 
for  1 0 years  now,  and  I'm  here  to  help  you! 

When  you  call  me.  I'll  share  with  you  my 
experiences,  methods,  and  materials  that  have 
helped  thousands  of  children  become  successful, 
many  for  the  first  time  in  their  lives! 

So,  for  a free  catalog  or  advice,  call  me,  RJ,  at... 

1-800-RJCooper 


o ■ 
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RJ  Cooper  & Associates 
24843  Del  Prado  #283  Dana  PT,  CA  92629 
Voice:  714-240-4853  Fax:  714-240-9785 
Email:  rjcoop@aol.com 
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INTERIOR 
PLANNING  & 
DESIGN,  INC. 


Custom  designed  to  your  needs: 
Institutional,  Home, 

Office, 

Health  Care. 

Turnkey  operation,  including  furniture, 
U.S.A.  and  International. 


2 AnnabeUe  Lane 
Florham  Park,  NJ  07932 
(201)  966^220 
Fax  (201)  966-6894 


CORN 

ASSOCIATES 

Child  Carelthe  education  convection 

An  uniquely  qualified  firm  and  leading  advisor  to 
corporate  human  resource  management  personnel 
Com  Associates  is  foremost  a diversified  pool  of 
professional  talent  and  academic  practitioners 
who  become  the  corporation’s  personal  child  care 
planners  and  providers. 

• Child  care  consultants 

• Experienced  in  knowledge  of  developmental 
grouping 

• Personnel  level  advisor  to  corporate  leadership 
on  current  educational  trends 

For  more  information  write  or  call: 


Corn  Associates 

P.O  Box  298 
Rochelle  Park,  NJ  07622 
Phone:  (201)996-0720 
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; 6ool(s  and  Videos  About  Living  With  Seizuresi 


Children  with  Epilepsy: 

A Parents  Guide 

Edited  by  Helen  Relsner 
Woodbine  House,  Inc.,  1988 

Edited  by  the  mother  of  a child  with  epilepsy, 
this  book  is  designed  to  help  paients  under- 
stand the  nature  of  epilepsy  in  children  and  to 
familiarize  them  with  therapy,  coping  skills  and 
some  of  the  special  Issues  that  arise  when  a 
child  has  severe  seizures.  Contributors  to  the 
book  include  parents  and  professionals. 

Catalog#  nSCWE 
314-Page  Softcover  Book 
$14.95 


Does  Your  Child  Have 
Epilepsy? 

By  James  E.  Jan,  MD,  FRCP,  Robert  G.  Ziegler, 
MD  and  Giuseppe  Erba,  MD  University  Park 
Press,  1983 

Establishes  "Ten  Basic  Rules"  for 
parents  of  children  with  epilepsy. 

It  addresses  the  Initial  fears 
parents  have:  Is  my  child  going  to 
die?  Will  he  be  reta.Ucd?  How 
did  he  get  epilepsy?  Is  epilepsy 
inherited?  Provides  information 
on  how  to  manage  your  child’s 
condition,  how  to  work  with 
physicians  to  obtain  appropriate 
medlca'  care  and  how  to  cope 
with  changes  that  occur  as  both 
the  child  and  family  mature. 

Catalog#  135DCE 
201-Page  Softcover  Book 
$22.00 


A Guide  to 
Understanding  and 
Living  with 
Epilepsy 

By  Orrin  Devinsky,  MD 
F.A.  Davis  Company,  1994 

Easy-to-understand  resource 
for  people  with  epilepsy  and 
their  families.  Covers  a \vide  range  of 
medical,  social  and  legal  Issues.  Topics  include 
explanation  of  seizures  and  epilepsy;  information 
about  medication,  side  effects  and  risks;  and  getting 
the  best  medical  care. 

Catalog  # 228GUL 
345-Page  Softcover  Book 
$15.95 


Spider  Man 
Battles  the 
Myth  Monster 

Let  Spider-Man  help  you  battle  the  Myth  Monster! 

Spider-Man  helps  bring  truth  and  justice  to  the  lives  of  th.ee 
children  with  hidden  health  conditions:  epilepsy,  asthma  and 
diabetes.  This  comic  book  is  an  excellent  resource  for  anyone 
working  with  children.  It  encourages  acceptance  and  under- 
standing among  all  children.  Ages  8-11.  (1991) 

16-Page  Comic  Book 


Understanding  Seizure 
Disorders 

Entendiendo  los  Desdrdene'. 
Epilepticos 

Merit  Award  Winner— 

The  American  Medical  Writer’s  Association 

Provides  an  explanation  of  seizure  disorders  In 
everyday  language.  Dispels  many  misconceptions 
about  epilepsy  with  medically  accurate  informa- 
tion; describes  what  happens  in  the  brain  during  a 
seizure,  and  explains  why  different  people  experi- 
ence different  symptoms. 

Actual  seizure  footage  io  used.  Doctors  explain 
how  they  use  family  and  patient  histories , EEC’s 
and  other  tests  to  look  for  causes  and  accurately 
diagnose  epilepsy.  A Family  Video  Library  pre- 
sentation. (1990) 

Catalog  # 512USD  (English) 

# 538USD  (Spanish) 

VHS  Videocassette,  11 -minutes 
$13.46  EFA  Member  pn 
$14.95  Non-Member 

Seizures  & Epilepsy  in 
Childhood:  A Guide  for 
Parents 


By  John  M.  Freeman,  MD,  Eileen  P.G.  Vining, 

MD,  and  Diana, ).  Pillas 

The  Johns  Hopk’ns  University  Press,  1990 


Written  for  parent  who  want  to  understand  as 
much  as  possible  about  the 
causes,  mechanisms,  treat- 
ment and  social  aspects  of 
epilepsy.  Encourages 
parents  to  become  active 
partners  in  their 
children's  care  and  gives 
them  the  background 
information  (and 
vocabulary)  to  do  so. 

Catalog#  125SEC 
287-Page 
Softcover  Book 
$16.95 


IVlail  to:  Epilepsy  Foundation  of  America,  Attn:  Catalog  Sales  Department,  4351  Garden  City  Drive,  Landover,  MD  20785 

Order  by  phone 
or  mail  today! 
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Steering  wheel  as  the  driver  thinks  about 
making  a turn. 

It  is  natural  for  a facilitator  to  anticipate 
the  next  letter  of  a word— looking  toward  a 
likely  letter  and,  without  realizing  it,  subtly 
guiding  the  person’s  hand  to  that  letter. 

Does  it  really  matter  who  controlls  the 
pointing?  If  everyone  believes  the  commu- 
nication is  coming  from  the  child,  and  the 
child  is  doing  so  well,  why  does  it  matter? 

Parents  and  teachers  report  that  some  chil- 
dren show  improved  behavior  after  FC  is 
introduced.  This  may  be  due  to  the  fact  that 
when  FC  is  used,  other  good  things  happen  at 
the  same  time — ^the  child  gets  a lot  of  posi- 
tive, individual  attention  and  close  physical 
contact;  he  is  often  given  more  opportunity  to 
express  preferences,  included  in  a greater 
variety  of  activities  and  treated  with  more 
respect.  All  of  these  good  things  can  cause 
the  child’s  behavior  to  improve,  even  if  he  or 
she  isn’t  actually  using  FC  to  communicate. 

If  using  FC  only  caused  positive  changes  in 
the  lives  of  children  and  their  families,  per- 
haps it  would  not  matter  who  was  controlling 
the  pointing.  But  FC  also  poses  serious  risks: 

• Non-prefemd  life  changes,  A facilitator 
may  report  that  the  child  types  requests  that 
may  not  reflect  the  child’s  true  desires.  While 
misrepresentation  of  preferences  regarding 
clothing  or  hairstyle  may  be  harmless,  FC 
messages  have  also  led  to  changes  in  chil- 
dren’s medical  treatment  and  educational 
placement. 

• False  allegations  of  abttse.  Even  more 
serious  is  the  fact  that  FC  has  resulted  in  a 
large  number  of  sexual  abuse  allegations. 
When  these  communications  are  not  coming 
from  the  child,  and  the  allegations  are  false, 
the  consequences  can  be  tragic.  In  some 
cases,  children  have  been  removed  from 
their  homes.  When  these  cases  were  investi- 
gated, it  turned  out  that  there  was  no  abuse, 
and  that  the  FC  messages  came  from  the 
facilitator 

• Elimination  of  effective  co7nm}inicatio7i 
methods.  When  a child  begins  using  FC,  his 
or  her  other  forms  of  communication — ges- 
tures, signs  or  augmentative  communication 
systems — arc  sometimes  ignored.  But  if  FC  is 
not  really  the  child’s  communications,  these 
other  fonns  of  communication  are  vital  for 
the  child  to  be  understood  and  to  express  his 
or  her  own,  unique  personality. 


What  is  needed  for  someone 
to  be  able  to  communicate? 

Communication  is  a very  complex  process 
involving  a variety  of  intellectual,  social,  emo- 
tional and  physical  abilities.  This  process  can 
pose  challenges  for  many  people  with  disabili- 
ties. For  example,  consider  some  steps  a child 
might  go  through  to  obtain  ice  cream. 

Step  l;The  child  must  be  able  to  think  about  eat- 
ing ice  cream:  he  must  be  able  to  imagine  eating 
ice  cream,  even  though  he  cannot  see  the  ice 
creanL  Imagining  something  one  cannot  see  re- 
quires a certain  level  of  intellectual  sophisticatioa 
Step  2;  The  child  must  understand  that  telling 
someone  he  wants  ice  cream  will  help  him  get 
ice  cream!  Understanding  the  necessity  of 
directing  communication  to  another  person 
requires  social  understanding. 

Step  3;  The  child  must  have  a way  to  indicate 
what  he  wants — spoken  words,  sign  language, 
written  language,  pictures,  gestures  or  a 
specific  behavior  that  those  around  him 
understand  to  mean  “I  want  ice  cream." 

Communication  can  break  down  at  any 
step.  It  is  very  important  to  find  out  where  the 
problem  occurs  so  we  can  add  support  to  that 
part  of  the  process. 

For  example,  communication  is  affected 
when  a child’s  thinking  process  is  limited  to 
what  he  or  she  can  see  (Step  1).  In  such 
cases,  children  can  indicate  preferences  by 
being  offered  frequent,  specific  choices,  such 
as  a choice  between  ice  cream  and  cookies. 

For  children  with  autism,  a disorder  affect- 
ing social  interaction,  communication  often 
breaks  down  at  Step  2.  For  example,  a child 
may  be  aware  that  he  wants  ice  cream  (Step 
1);  he  may  even  be  able  to  say  the  words  “I 
want  ice  cream"  (Step  3);  but  he  may  not  yet 
understand  that  he  must  direct  that  phrase  to 
another  person  (Step  2). 

Many  children  with  autism  develop  unique 
ways  of  communicating  that  are  easily  under- 
stood by  those  who  know  them  well.  For 
example,  one  child  with  autism  may  recite  a 
line  from  a television  commercial  for  ice 
cream.  Another  may  take  someone’s  hand, 
lead  that  person  to  the  refrigerator  and  look 
up  at  the  freezer  door.  If  a child’s  family, 
teachers  and  friends  understand  his  or  her 
individual  ways  of  communicating,  the  child 
can  communicate  needs  and  desires. 

However,  it  is  also  important  to  try  to  teach 
more  standard  modes  of  conuuunication. 

Children  with  significant  motor  problems 
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The  1995  Resource  Guide 

Directories  of  National  Organizations, 
Associations,  Products  & Services 

...  the  most  complete  guide  for  families, 
health  care  professionals,  and  educators 
that  includes,  namesy  addressesy  phone  and 
fax  numbers  of  over  1,000  resources: 

: 55 

■ Advpca^  R^^  ■ ‘ •'ii 

V 384>  National  Re^urces  for  , ' 

V '^specific  Dis^iUties  and  ^ I ; ■ 
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• i40  i^an  Centers 

55  State  Assistive  Technology  Centers  • 

38,  l^sabili^^^  Electronic  Bulletin 
■'  ’/'BoWds^'-'V ^ 

3t  Federjd  Sc  Federally  Funded  Informadbh,  Resources 
47  Professional  Organizations 

And... 

The  Directory  of  Products  and  Services  section  that  includes  over  200  advertisers 
of  quality  products  and  services,  grouped  in  43  categories  from  Augmentative 
Communication  and  Bathroom  Equipment  to  Van  Conversions  and  Wheelchairs. 
To  order  your  copy  (or  additional  copies  for  your  organization)  of  the 
1995  Re^urce  Guide  at  just  $9.95  each  (plus  shipping  and  handling), 
call  1-800-535-1910.  Or  use  the  coupon  in  the  Exceptional  Parent  library 
section  of  this  issue.  Order  today  while  supplies  last: 

1-800-535-1910. 
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may  not  be  able  to  physically  form  words, 
causing  a breakdown  at  Step  3.  For  example, 
such  a child  may  know  he  wants  ice  cream 
(Step  1),  and  know  he  needs  to  tell  someone 
(Step  2),  but  he  may  not  be  able  to  make  his 
mouth  form  the  word  in  an  understandable  way 


(Step  3).  Providing  this  child  with  augmentative 
methods  of  communicating— signs,  gestures,  a 
picture  board  or  an  alphabet  board  connected  to 
a speech  synthesizer — ^will  allow  him  to  commu- 
nicate successfully. 

An  alphabet  board  or  keyboard,  as  used  in 


From  Someone  Who's  Been  There  and  Back 


I was  the  facilitator  for  a child  with  autism  who, 
through  facilitated  communication  (FC),  made 
allegations  of  abuse  against  memters  of  her  fam- 
ily. I continue  to  struggle  to  understand  how  the 
use  of  this  seemingly  harmless  technique  could 
have  caused  so  much  pain  to  so  many  people. 

I was  introduced  to  FC  by  staff  members  in  my 
school  system.  I had  worked  for  five  months  with 
this  particular  child  using  traditional  techniques, 
but  rd  had  little  success  obtaining  reliable,  ver- 
bal communication.  Other  staff  members  intro- 
duced the  child  to  FC.  After  a few  months,  they 
reported  an  emeigence  of  words. 

By  fall,  the  child  was  producing  occasional 
sentences.  At  that  time,  I became  her  primary 
speech/language  therapist  and  began  to  work 
more  closely  with  her.  Under  the  supervision  of 
the  other  facilitators, ! learned  the  technique. 

The  child  resisted  at  first,  but  gradually  began 
extending  her  hand  to  me  when  I sat  beside  her 
with  the  board.  In  structured,  language-based 
activities,  she  began  to  respond  in  words,  then 
phrases  aird,  finally,  sentences. 

As  her  ability  to  use  FC  increased,  the  ether 
two  facilitators  began  to  report  ''communica- 
tions" from  this  child  indicating  anger  and  a 
desire  to  kill  herself.  Her  "team"  (composed  of 
parents,  teachers,  administrators  and  special  edu- 
cation staft)  agreki  that  these  feelings  could  be 
considered  "normal"  for  someone  who  was  able 
to  communicate  for  the  first  time.  No  one  ques- 
tioned the  validity  of  the  communications. 

By  mid-winter,  the  other  facilitators  and  I were 
using  FC  to  have  "spontaneous"  conversations 
with  this  child.  These  conversations  seemed  to 
be  student-initiated.  Her  "communications"  often 
centered  on  feelings  of  anger  and  frustration. 
Eventually,  she  alleged  that  she  was  being  hit  by 
family  members. 

We  agreed  not  to  report  our  "findings"  until 
we  wert  sure  of  what  we  had.  We  continued 
documenting  the  conversations  and  watching  for 
behavioral  or  physical  changes.  I feared  for  the 
child's  safety  and  speculated  on  the  conditions  of 
her  life  at  home. 

Shortly  thereafter,  during  a "spontaneous"  con- 
versation this  child  "stated"  she  was  being  abused 
by  her  father.  The  description  was  specific  enough 
to  warrant  concern.  We  reported  the  findings  to 
the  Department  of  Human  Services  (DHS).  During 
the  three-hour  interview  with  DHS,  this  child, 
through  FC,  graphically  described  events  of  sexual 
abuse.  DHS  authorities  removed  her  and  a sibling 
from  their  home. 

DHS  appointed  a guardian  ad  litem  (a  lawyer 
hired  by  the  state  to  protect  the  rights  of  the 


child)  who  arranged  testing  to  find  out  if  the 
communications  were  coming  from  this  child. 

In  the  meantime, ! attended  an  FC  workshop 
at  a local  university.  As  the  workshop  leader 
reviewed  a "checklist"  for  facilitating  correctly,  I 
realized  the  child  I was  working  with  did  not 
always  look  at  tfie  board.  Although  the  wortehop 
leader  pronounced  my  technique  "exactly,  right," 

I was  concerned.  I asked  the  leader  and  other 
"experts"  if  ftiey  had  ever  worked  with  students 
who  did  not  look  at  the  board.  They  all  said  they 
had,  and  that  they  believed  their  clients  had 
memorized  the  board's  layout 
I came  away  from  that  workshop  even  more 
convinced  that  FC  worked.  The  workshop  lead- 
ers acknowledged  negative  validation  studies, 
but  said  those  studies  were  flawed. 

On  the  day  of  the  child's  FC  test,  I felt  nervous, 
but  confident  the  results  would  support  the  valid- 
ity of  her  communication.  This  test  Included  pic- 
ture Identification,  story  comprehension,  hands- 
on  activities  and  short-answer  questions  that  she 
should  have  easily  known.  The  child  seemed  to 
enjoy  the  activities,  and  I felt  she  was  communi- 
cating in  her  usual  way. 

The  results  devastatkl  me.  Not  one  of  her 
answers  was  correct.  In  fact,  the  picture- 
identification  section  clearly  showed  that  "her" 
answers  described  the  (fojects  I had  seen.  The 
abuse  char^  were  dropped. 

A few  weeks  after  the  testing,  1 read  those  neg- 
ative stxjdies.  I could  no  longer  ignore  the  fact 
that  the  communications  were  coming  from 
facilitators  and  not  the  clients.  I convinced  my 
employer  to  stop  using  FC. 

Still,  I carried  guilt  and  shame  for  my  role  in 
bringing  charges  against  this  child's  family.  I 
. knew  1 could  not  heal  from  the  experience 
unless  I apologized.  A year  later,  I sat  down  and 
talked  with  the  family.  Although  they  were 
extremely  hurt  by  the  experience,  her  father  told 
me  they  understood  how  I becarne  involved. 

They  had  also  wanted  to  believe  in  FC. 

— /anyce  L Boynton 
Maine 

This  piece  was  adapted  6vm  The  lARET  Newsletter 
(Summer/Fall  1994),  publidied  by  tfre  International 
Association  hr  the  Right  to  Effective  Tmtment 
(IARE7),  IARET(/63  Main  St,  mO,  Waltham,  MA 
02154^0604,  617/B91-7554A/oiceandfex)  isan 
educational  and  advocacy  group  helping  to  ensure 
that  all  individuals  with  disabilities  ^benefit  from 
the  most  progressive,  effective  Interventions  possi- 
ble, " Annual  newsletter  subscription  is  $9  for 
three  issues. 


Statoimnti 
onFacUitatad 
Communication 
corrtiriiied  from  49 
coonsettfxi  or  psychotherapy .. . 

is  a coritroversia!  and 
communicative  proceclUre 
sdentihcaily 
far  its  efficacy.’' 

Assocym»i,Au0ust1994 


*'...Wheninfarmatk^ 
to  facifitatom  is  control^ 
objective  evaluation  methods  are 
uskl,  peer  reviewed  studies  and 
dirdca!  assessments  find  no  condu- 
sive  evidence  that  fadiitated 
saoes  can  be  reliabiy 
people  with  disabilities'. . . Moreewer, 
FCmayhavenepatIveconse- 
(^lenc^  if  it  predudes  the  use  of 
effective  and  appropriate  treatment, 
suppkrtootoarfbrmsrffcornrnuni- 
cation,  and/or  leads  to  false  or 
imjbstantiated  allegalions  ^ 
ornristreatment 
^ . .information  obtained  through 
or  based  on  fadHtsted  conm^^ 
tion  shouki  not  farm  the  sole  basis 
for  making  any  diagnostic  or  treat- 
ment decteions. 

"ASHA  strongly  supports  contin- 
ued research  and  dinical  efforts  to 
devek)p  scientificaiiy  valki  nret^ 
for  dewioplng  or  enhancing  the 
Independem  communication  and  lit- 
eracy skUls  of  people  with  disabili- 
ties...” 

AssotMnoNff^SHA),  October  1994 

"TASH  regards  access  to  alternative 
nreans  of  exprttskxi  [as]  an  Individ- 
ual  right. 

“TASH  encourages  Its  member- 
shfo  to  becorne  inforrned  about  the 
(xrmplexities  of  FC  training  and 
prac^  and  to  stay  informed  of 
new  reseerch , . . lASH  encourages 
people  who  de^  to  becorne  facili- 
tators to  seek  tripling. ..  TASH 
encourages  carSfui,  reftoctore  use  of 
FC.  TASH  encour«\ges  fatttitore  to 
work  in  noHabomton  with  Individu- 
als with  severe  di^sbiiities  to  find 
ways  of  confirmlng  .comfnunlcation 
competence  when  iising 
tion... 

"TASH  urges  thaf  when  allega- 
tions of  abuse  or  other  sensitive 
communication  occur,  fodlitatore 
and  others  seek  (fadfi(xik)n  ol 
communication  and  work  to  ensure 
that  users  of  facilltatiori  ^ given 
the  same  access  to  leg^f  arrd  other 
systen^  that  are  available  to  per- 
sons without  diSBbliiti6& 
tarn  not  to  silence  those  w)ho  could 
prove  their  communicatioh  compe^ 
tenca  vvhlfo  using  far^itatidi  or  an^ 
other  method  of  expression..v.” 

---TASH  (the  Association  for 
Rtf90mv4(hSt¥tnHanciica^ 
October  1992 
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The  Magic  Wand  Keyboard 

Computer  Access  that  Fits  in  a Classroom 

The  Magic  Wand  Keyboard  is  a miniature  computer 
keyboard  that  requires  no  strength  or  dexterity.  It  is 
used  in  schools  all  over 
the  United  States  and 
Canada,  from  kinder- 
garten through  college. 

It  gives  full  computer 
access  to  children  of 
any  age:  using  zero- 
force  electronic  keys. 

Children  with  disabilities  ranging  from  MD  to 
neurological  disorders  to  spinal  cord  injuries  can 
use  a computer,  and  mouse,  with  the  slightest 
touch  of  a wand  (hand-held  or  mouthstick). 

Your  child  can  use  the  Magic  Wand  Keyboard  in 
class,  to  do  homework,  write,  play  games.  So  can 
family  and  friends — because  it  works  just  like  any 
other  keyboard.  Simply  and  easily. 

30-day  money-back  guarantee.  IBM/Apple  Macintosh  compatible. 

In  Touch  Systems 

1 1 Westview  Road  ♦ Spring  Valley,  NY  10977 

800-332-MAGIC 
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PC,  can  only  address  communication  problems  that  occur  at 
Step  3.  It  cannot  fix  problems  at  Step  1 — the ‘‘thinking”  part  of 
the  process,  nor  can  it  fix  problems  understanding  the  social 
use  of  communication  (Step  2). 

And  PC  can  only  help  with  problems  at  Step  3 if  the  child  is 
able  to  spell  words  and  sentences,  but  is  not  able  to  point  or 
indicate  letter  choices  independently.  However,  any  child  with 
the  ability  to  spell  and  write  sentences,  and  the  motor  ability  to 
guide  an  adult's  hand  to  specific  letters,  has  the  potential  to 
develop  communication  skills  through  augmentar 

five  communicatioa  A child  who  does  not  have  the  thinking 
skills  to  write  and  spell,  or  the  necessary  social  understanding 
for  complex  communication,  would  not  be  able  to  use  PC,  but 
may  benefit  finom  some  form  of  augmentative  communicatioa 

At  school  they  are  using  FC  with  my  child. 

^at  should  I do? 

If  your  child’s  teachers,  speech  therapists  or  other  profes- 
sionals are  using  or  suggesting  the  use  of  PC,  we  suggest 
the  following  steps: 

• Consider  whether  the  sentences  produced,  and  the 
spelling  and  grammar  abilities,  are  consistent  with  your 
child's  abilities  as  you  and  professionals  know  them. 

• If  you  believe  your  diild  is  communicating  successfully 
with  FC,  he  or  she  is  an  excellent  candidate  to  be  able  to 


%ILIiOW 
RIVER 

FARM$  . ^ ^ 

Near  Houston® Texas  • Ca1C(409)  525-848^  • 


o Clrcl«*91 

ERJC  exceptiohal  parekt  / may  1995 


Functional  Solutions  For 
Independent  Living^” 

The  free  1995  NCM  Consumer 
Products  AfterTherapy '■  Catalog 
features  hundreds  of  products 
for  independent  living.  The 
Catalog  features  products  that 
allow  for  dressing  and  eating 
without  assistance  and  to  bathe 
more  safely.  Also  included  arc 
products  that  will  assist  in  exer* 
cise  therapy  and  help  improve 
communication.  You  can  now 
conveniently  order  any  of  these 
products  directly  from  the 
North  Coast  NCM  Consumer 
Products  Afterlherapy  “ Catalog. 

To  receive  a Free  Consumer  Products  Afterl'herapy"  Catalog, 
please  return  this  reply  card,  give  us  a call,  or  fox  us. 

ToU  Free  1-800-235-7054  FAX  408-277-6824 

Ship  to: 

Your  Name 

Address 

City/Statc  /ip 

Aica  Code  Phone  

PO  Ikix  60’^0 
Sanjosc,  CA  9S 150-6070 
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To  learn  more  about  FC... 


quickly  leant  to  use  an  advanced  aug- 
mentative conununication  system. 
Recommend  that  the  child  be  evaluated 
for  this  type  of  communication  aid. 

• K FC  is  being  used  and  you  believe 
the  communication  is  being  controlled 
by  the  facilitator,  it  is  important  to  meet 
with  your  child’s  team  and  discuss  your 
concerns.  The  communication  methods 
used  at  school  must  be  consistent  with 
your  child’s  lEP.  If  FC  is  not  in  your 
child’s  lEP,  you  should  not  have 
difficulty  eliminating  its  use.  The  team 
should  work  with  you  to  explore  other 
communication  methods. 

• Most  importantly,  to  einsure  that 
your  child  is  working  with  the  most 
optimal  communication  methods,  a 
thorough  evaluation  of  your  child’s 
cognitive,  social,  motor  and  communi- 
cation abilities  can  help  the  team 
understand  and  address  any  problems 
interfering  with  his  or  her  ability  to 
communicate.  Such  an  evaluation  can 
be  done  through  the  school,  however, 
if  there  is  disagreement  about  an  opti- 
mal communication  approach,  you 
have  the  right  to  an  independent  evalu- 
ation paid  for  by  the  school  once  they 
have  done  their  own  evaluation.  An 
independent  evaluation  can  provide 
objective  input  regarding  optimal  com- 
munication £q>proaches.  EP 

Karen  Levine,  Ph.D.,  is  of  psy^ 

choloyy  at  Die  Univetsity-Affilmted 
Pfvgnnn,  Institute  for  Community 
Inclusion,  Childb'en  *s  Hospital,  Boston, 
Massachusetts.  She  is  also  an  instruc- 
tor at  Harvard  Medical  Sclwoi  Kaien 
spexwlizes  in  psychobyical  consulta- 
tion for  children  urith  autism,  Williams 
synd)ome  and  other  developmental  dis- 
abilities, and  their  families. 

Robert  Whailon,  M.D.,  is  chief  oj 
developmental  pediatrics  and  rehabili- 
tation at  Spaulding  Rehabilitation 
Hospital  a?id  chi^  of  pediatric  rehabili- 
tation at  Ha^ixud  Medical  Sc}u>ol.  Dr. 
Whaiion  specializes  in  medicxil  caie 
and  behavioral  consultation  for  infants 
and  children  with  complar  medical 
pwblcms,  ipfiaies  and/or  develop)nen- 
tal  disabilities. 


. FadliUted  CommunkaUon:  The  OWcal  and  Social  Phenomenon,  [wblished  in  1994  and  edit- 
ed by  Howard  C.  Shane,  Ph.D.  of  Children's  Hospital  in  Boston,  provides  an 
the  what  is  currently  known  about,  FC.  Topics  include  hist^, 
and  research  results.  Available  from  Exceptional  Parent  Library  (80(VS35-1910),  $45. 

Of^et*i^b?^rSrstudy  cir^'lbject. 

included  is  a four-page  minority  statement  issued  by  two  committee  mert^re  wte  disagree  with 
some  conclusions^  the  technical  report.  These  materials  may  be  otoii^  1^  sending  a^f- 
addiessed  1 2 x 9-inch  envelope  stamped  witft  $1 .93  in  postage  to  '^*d^ii"*drn^on 
Center,  10801  Rockville  Pike,  Rockville,  MD  20852;  (800)  638-8255  (V/TTY),  (301)  897-7348  (fax). 


Super  Light,  Super  Strong, 
Super  Safe,  Super  Simple... the 
Columbia  Car  Seat  has  been  the 

#1  choice  since  1986  Thousands  of  Columbia  Car 

Seats  are  now  in  use,  and  we  have  received  some  amazing  aash  stones.  One 
grateful  father  in  Louisiana  sent  a picture  of  his  badly  crumpled  v^  and  said, 
"My  4-year-old  son  escaped  without  a saatch,  did  not  even  break  his  passes. 
One  mother  in  Colorado  wrote,  "Thank  you  for  making  such  a iwnderful  car 
seat!  I really  like  how  comfortable  [my  son]  is  in  it.  On  Dec.  5, 1991,  we^ere 
hit  extremely  hard  on  the  passenger  side.  My  6-year-old  son,  a healthy  65 
pounds,  was  not  hurt  at  all  because  your  car  seat  held  him  so  securely. 

Our  years  of  real  world 
experience  give  you 
peace  of  mind 
knowing  your  child  is 
comfortable  and 
secure  in  our  seat! 

PLUS  it's  light- 
weight, easy  to  use, 
good-looking  and 
easy  to  care  for! 


Ask  for  our  FREE 
Full  Color  Catalog 
of  convenient, 
helpful  products 


The  Columbia  Car  Seat  is  your  best  valuel 

• The  LIGHTEST  special  car  seat-easy  to  handle! 

• Fits  easily  into  ALL  vehicles,  no  matter  how  compact! 

• EXCEEDS  all  Federal  safety  standards! 

• Approved  for  car,  school  bus  and  even  airplane  travel! 
' Fits  your  choice  of  4 stroller  bases! 


^ILDICAL 
MI  C.  CORl’. 


■ (800)  454-661 2 • 

Dept  t'l,  r.O,l?o\  633 
I’.u  ilii.  I’.iiis.uK's,  (.  A 90272 
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SPINA  BIFIDA  ASSOCIATION 

OF 

AMERICA 


JUNE  21-23, 1995 
ALEXANDRIA,  VIRGINIA 
(WASHINGTON,  DC) 

22nd  Annual  Conference 


Spina  Bifida  Association  of  America 
4590  MacArthur  Blvd.,  Suite  250 
Washington,  DC  20007-4226 
(202)  944-3285 
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Using  die  Telephone 


Wi 


by  Susan  Phillips 


''e  have  all  heard  stories  of  the  three-yearold  who 
dialed  ^1-1  and  saved  his  parent’s  or  sibling’s  life. 
Learning  to  use  the  telephone  is  not  only  fiin  for  chil- 
dren, but  an  in^x)rtant  daily  living  skill  as  well 
These  days,  the  telephone  is  used  for  everything  from  shop- 
ping to  banking.  However,  a child  with  a hearing  impairment 
or  an  inability  to  speak  cleariy  may  not  be  able  to  use  the 
standard  telephone. 

Modifications 

Fortunately,  many  relatively  simple  modifications  can  enable 
children  with  hearing  iii^pairments  to  use  tlie  telephone.  For 
instance,  a child  with  a mild  or  moderate  hearing  loss  may  be 
able  to  use  a standard  tel^hone  with  an  anplified  handset  and 
volume  control  When  prjrchasing  these  handsets,  bring  the  tele- 
phone to  the  dealer  to  match  the  color  and  brand  Slipon 


MITOCHONDRIAL 

DISEASES 

SYMPOSIUM 

Presentations  and  Discussions 

for 

Medical  Specialists  and  Families 

June  30th,  July  1st  & 2nd,  1995 
Omni  Severin  Hotel,  downtown  Indianiq>olis,  Indiana 


Sponsored  by: 

James  Whitcomb  Riley  Hospital  for  Children 
and  The  Philip  E.  Neff  Silver  Lining  Fund 

In  Cooperation  with: 

Children's  Miracle  Network  and  the  National  Leigh's  Disease  Foundation 

For  Information  Contact:  Riley  Hospital  Telethon  Office 
James  Whitcomb  Riley  Hospital  for  Children 
702  Btimhlll  Dr,  Rml%0 
Indianapolis,  Indiana  46202- S200 
(317)  274-2273 


Tasha  is  all  smiles  as 
she  talks  to  her  mom  on  the  tele- 
phone using  a special  amplifier 
attached  to  the  earpiece. 


airplifiers,  \^ch  fit  over 
the  earpiece  of  the 
receiver,  can  be  pur- 
chased from  Radio 
Shack  for  as  little  as  $20. 

Another  option  is  to 
buy  a behind-the-ear 

hearing  aid  that 

includes  a telecoil  with 

a svritch  that  lets  the  aid  receive  sound  directly  from  the  tele- 
phone rather  than  from  the  aid’s  external  microphone.  This 
option  has  the  added  benefit  of  tuning  out  environmental 
sounds  or  background  noise. 

For  children  with  more  severe  or  profound  hearing  losses, 
or  those  who  cannot  communicate  well  through  speech,  a tele- 
typewriter— commonly  called  a TTY— may  be  the  answer. 
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How  Do  YOo  Answop  VOup  Tel^hooe 


This  Voice-Aciivated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  hands-FREE 
Speak  from  a distance 
Automatically  hang  up 


Clear  spc*aker  phone 
Dial  out  by  using  the  sip 
and  puff 

No  special  installation 


HrtorNiwbyCilii 

1-800-M7-I887 

Mxtilahtc  in  Black  w Beige 


TEMASEK 


^ ^ TKI  KI'IKINK  INC. 

21  Aiipott  Blvd  #0..  So.  S«o  Fraocbco.  CA  94060 


432 


Circhi  *121 


m 


1§^||munication 


con t i n urd  from  pagt  * 55 

Other  names  for  TTY  are  "TDD,”  which 
stands  for  “telecommunications  devices 
for  the  deaf  ” or,  less  common,  “TT” 
which  stands  for  “text  telephone  ” 

TTYs  include  a typewriter-like  key- 
board and  view  screen.  The  handset  of  a 
standard  telephone  fits  into  rubber  cups 


on  a cradle,  which  is  built  into  the  TTY 
(In  older  TTY  models,  this  modem-like 
device  is  an  attached  ^pliance  called  a 
“coupler.”)  A monitor  light  on  the  TTY 
(or,  in  older  models,  its  coupler)  indi- 
cates the  status  of  the  outgoing  call — ^a 
steady  light  indicates  a dial  tone;  the 


Is  you  migbt  sosiitct. 
sont  oi  our  nost 
e{f((tiu  luediui  trtotmtnts 


(omt  in  bottles. 


We  Ve  had  some  excellent  results  with  finger  paints.  You  see,  at  Health 
Hill  Hospital,  art  therapy  can  be  part  of  the  rehabilitation  process.  A 
child  may  come  to  us  after  a serious  injury  or  illness  causes  him  to  lose 
control  of  his  muscles.  We  provide  the  best  physical  therapy  possible. 
But  we  also  know  the  value  of  art  therapy  It  can  help  a child  both 
physically  and  mentally.  A child  can  relearn  simple  tasks,  like  how  to 
hold  a paintbrush,  how  to  sharpen  decision  making  skills,  or  even  how 
to  remember  tasks  in  a certain  order.  Its  just  part  of  what  we  do 
(0  help  a child  strengthen  and  control  his  muscles.  And  the  results 
are  a beautiful  thing  to  see.  Health  Hill  Hospital  For  Children.  2601 
Martin  Luther  King  Jr.  Drive.  Cleveland.  OH  4'1I  O'!.  2 16-72 1-5^100. 


Hiiy\LTH  Hill  Hosimtal  For  CuiLDRnN 

/-/('/fxmj  (hildrcn  (col  better  while  thyre  yvttini^  hriti't 


light  flashes  to  indicate  rings  or  a basy 
signal  The  TTY  user  types  outgoing 
messages  on  the  keyboard  and  reads 
incoming  messages  as  they  appear  on 
the  view  screen.  Since  a TTY  is  used 
with  a standard  phone,  any  special  fea- 
tures on  your  own  telephone,  such  as 
rapid  dial,  are  also  available  for  the  TTY. 

TTY  prices  range  fiiom  $280-$600, 
depending  on  optional  features  such  as 
built-m  answering  machines,  printers 
and  additional  memory  to  store  mes- 
sages. Some  TTYs  plug  right  into  a 
phone  outlet  and  have  a dial  function, 


Portable  fcJd-up  TTYs  are  becoming 
increasingly  available.  Photo  courtesy  of 
Ultratec,  Madison,  Wl. 


eliminating  the  need  for  a telephone. 

TTY  modems,  which  allow  one  to  use  a 
computer  as  a TTY,  are  also  available. 
These  modems  typically  cost  about  $300. 

'TTY  relay  services — ^available  in  every 
state  and  through  imyor  long-distance 
carriers — ^act  as  intermediaries  between 
TTY  users  and  users  of  standard  tele- 
phones. A deaf  child  who  uses  a TTY 
could  use  a relay  service  to  call  her 
grandmother,  who  may  not  own  a TTY. 

“Voice  canyover”  (VCO)  is  an  option 
built  into  some  TTY  models,  or  available 
through  most  relay  systems.  With  VCO, 
a person  can  speak  into  the  receiver 
while  rec*eiving  typewritten  messages 
from  the  other  person,  or  listen  to 
incoming  messages  while  tyi^ing  outgo- 
ing messages.  This  allows  someone  who 
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Making  a call  using  a Memory  Printer  TTV, 
Model  MP2000,  made  by  International 
KROWN  Technologies,  Inglewood,  CA. 


can  speak  but  not  hear,  or  someone 
who  can  hear  but  not  speak,  to  make 
more  efficient  use  of  time  on  the  tele- 
phone. Tb  set  up  your  home  phone  sys- 
tem to  use  VCO  through  a relay  service, 
you  need  only  a “double  modular  jack” 
(about  $5,  available  at  Radio  Shack), 
which  allows  the  TTY  and  the  telephone 
to  be  hooked  into  the  same  phone  line. 

To  alert  someone  with  a hearing 
impairment  to  a telephone  call,  devices 
such  as  flashing  light  systems  are  avail- 
able. In  addition,  personal  vibrating 
devices  work  like  beepers  and  can 
include  lights  of  different  colors  to 
indicate  whether  an  incoming  signal  is 
coming  from  the  telephone,  the  door- 
bell or  the  smoke  alarm. 

Special  telephone  access  systems  are 
available  for  children  with  hearing 
impairments,  motor  difficulties  or  both. 
These  include  voice-activated  phones  or 
remote-control  speaker  phones  that  can 
be  activated  by  a switch  mechanism. 

Special  services 

Currently,  about  33  states  have  adaptive 
telecommunications  equipment  distribu- 
tion programs,  which  distribute  free  or 
reduced-cost  telephone  equipment  to 
children  and  adults  with  disabilities.  In 
addition,  many  mzyor  long  distance 
phone  comiranies — including  AT&T, 

MCI  and  Sprint — provide  relay  services 
and  may  also  offer  additional  benefits, 
such  as  discounts  on  long  distance  calls 
for  homes  witlr  TTY  machines.  For  more 
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information  on  state  programs,  long  dis- 
tance services  and  other  information 
about  TTYs  (including  local  resources), 
contact  Telecommunications  for  the 
Deaf,  Inc.  (TDI),  8719  Colesville  Rd.,  Ste. 
300,  Silver  Spring,  MD  20910,  (301)  589- 
3786,  (301)  589^006  (TTY),  (301)  5^ 
3797  (fax).  EP 


Susan  Phillips ^ M.Ed.^  CCC-A,  is 
an  audiologist  at  the  Kennedy 
Krieger  Institute  in  Baltimore, 
Maryland.  She  has  a master's  degree 
in  deaf  education  and  is  a doctoral 
candidate  at  the  University  of 
Maryland.  Her  grandparents  are 
deaf. 


Spectacular  Summer 

Software. 


Sale! 


We  want  your  child  to  benefit  from  using  Laureate’s 
award-winning  special  needs  software  at  home.  That’s 
why  we’re  offering  this  Spectacular  Summer  Software 
Sale.  From  now  until  August  31,  1995,  you  can  buy 
any  of  our  talking  software  programs  for  an  incredible 
50%  off!  Your  satisfaction  is  guaranteed.  If  our 
software  doesn’t  meet  your  child’s  needs,  we’ll  take  it 
back...  no  questions  asked. 

We  have  over  60  talking  software 
programs  for  children  with  special 
needs  functioning  at  four  months 
and  up. 

• Language  Development 

• Concept  Building 

• Auditory  Processing 

• Reading 


Call  today  for  a froe  catalog 


This  offer  applies  to  individuals  only.  No 
school,  agency,  or  institutional  purchase 
orders,  please.  We  will  accepi  orders  prepaid 
by  check.  MasterCard,  or  VISA.  Please 
menlion  this  sale  when  placing  your  order. 


1-800-S62-6801 


Laureate 

110  East  Spring  Straat  • Winooski, 
05404  • 802-6SS-47SS 
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A Quality  Life  Experience 

For  Persons  with  Down  Syndrome 


tiuini 


IIIIlBMmlll 


In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  13335 
Telephone  (607)  965-8377 


Circle  #204 


Superior  Quality 

Community  Living 
Opportunities 


For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  quality 
day  and  residential  programs  for  adults  with  mental  retardation.  Located  in  the  scenic  rural 
village  of  Troy,  Pennsylvania,  Martha  Lloyd  has  a unique  relationship  with  its  neighbors. 
Residents  are  valued  members  of  the  community  and  make  full  use  of  its  resources. 

There  are  five  programs  for  women  (from  semi-independent  to  highly  structured)  including 
one  specifically  designed  for  mature  women.  A new  communlty-ba^  program  for  men 
is  now  available. 


• Life  skills  and  vocational  training. 

• Employment  opportunities  at  Martha 
Lloyd  and  in  the  Troy  community. 

• Easy  access  to  nearby  community 
resources  Including  retail  shops, 
restaurants,  churches,  and  recreation. 

• A caring  professional  staff  experienced 
in  working  with  developmental 
disabilities. 


• Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 

• Unique  leisure  and  recreational  expe- 
riences in  a rural  community  setting. 

• Excellent  health  care  provided  by 
on-staff  health  professionals  and  a 
community  medical  center. 

• Annua!  fees  among  the  lowest  in 
the  nation. 


For  Information  Call 

(717)  297.21S5 

orwnte  Martha U)ydC(XTVTi(^ 

190  West  Man  St.  Troy.  Rft  16947 


MARTHA 

LLOYD 

COMMUNITY 

SERVICES 
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HEALTH  INSURANCE  TROUBLESHOOTER 


by  Richard  Epstein 

Long-term  Physical  Therapy; 
Wheelchair  Ramps 

QOur  health  insurance  will  not  pay  for  long-term  physical 
thers^y  for  our  child  unless  he  shows  “measurable 
progress.”  The  thers^ist  says  that  without  long-term  physical 
thers^y,  my  child  will  develop  secondary  medical  problems, 
such  as  contractures,  which  will  be  costly  in  the  future. 

A Insurance  policies  generally  cover  treatments  that  are 
related  to  existing  medical  conditions  or  illnesses. 

Tliey  don’t  usually  cover  preventive  care. 

Although  insurance  companies  may  cover  the  treatment  of  a 
ccntracture  (when  a joint  loses  normal  movement  and  becomes 
static),  they  will  not  usually  cover  physical  therapy  designed  to 
prevent  contractures,  or  to  maintain  a particular  rairge  of  joint 
motion. 

Development  of  health  insurance 

When  health  insurance  was  developed  in  the  United  States,  pre- 
ventive care,  doctor  visits  and  medical  tests  were  relatively 
inexpensive.  Thus,  health  insurance  was  originaily  designed  to 
cover  the  more  expensive  hospitalization  and  surgery. 

As  doctor  visits  and  medical  tests  became  more  expensive, 
they  were  added  to  the  list  of  covered  items.  The  guiding  princi- 
ple, however,  seems  to  have  been  to  provide  coverage  for  treat- 
ment for  medical  conditions  or  illnesses,  not  for  prevention. 
However,  in  the  past  few  years,  some  new  insurance  programs 
have  begun  to  cover  some  types  of  preventive  care. 

These  days,  the  fact  that  a patient  is  making  progress  in  phys- 
ical ther^y  may  be  \aewed  as  evidence  that  the  therapy 
involves  treatment,  rather  than  prevention  or  maintenance.  In 
your  son’s  case,  progress  may  be  defined  as  a positive  change  in 
the  range  of  motion  of  a particular  joint,  or  an  improvement  in 
the  diild’s  ability  to  move  more  easily  in  specific  situations. 

If  this  type  of  progress  is  occurring  and  continues,  and  the 
insurance  company  does  not  pay  the  claim,  file  an  appeal. 
Write  “Claim  Appeal”  on  the  envelope  and  on  the  letter  ask- 
ing the  company  to  re-evaluate  it>s  decision.  Include  letters 
from  your  child’s  doctor  and  theic^ist  describint^  the  thera- 
py’s purpose  and  documenting  any  progress  that  has  been 
made. 

If  no  progress  appears  to  be  occurring , I don’t  think  your 
insurance  company  is  likely  to  cover  the  therapy.  However,  if 
your  child  is  in  school,  and  the  contractures  interfere  with 
educational  activities,  the  school  may  agree  to  pay  for  physi- 
cal therapy  that  takes  place  at  the  school.  It’s  important  to 
include  the  therapy  on  your  child’s  Individualized  Education 


In  my  March  column  (“A  New  Insurance  Plan  for  Individuals  Considered 
‘High  Risk’"),  I discussed  a new  health  Insurance  program,  offered  by  the 
Arc,  designed  to  meet  the  Insurance  needs  of  children  and  adults  with 
disabilities. 

Although  the  Arc  originally  planned  to  offer  the  insurance  program 
nationwide.  It  apparently  cannot  yet  be  offered  to  residents  of  New 
Jersey,  Connecticut,  Vermont  or  New  Hampshire  because  of  certain  state 
Insurance  regulations.  The  Arc  is  working  to  solve  this  problem. 

7 495 


Plan  (lEP)  because  school  districts 
are  legally  obligated  to  provide  all 
services  listed  on  the  lEP. 

QMy  insurance  will  pay  for  n^ 
child’s  wheelchair,  but  the  policy 
will  not  pay  to  install  a ramp  on  our 
home.  That  means  we  have  to  lift  our 
child,  and  his  wheelchair,  to  get  him  in 
and  out  of  the  house.  We  would  like 
him  to  be  able  to  go  outside  indepen- 
dently. 

A Health  kisurance  is  designed  to 
pay  for  medical  equipment,  and 
not  for  non-medical  equipment  or 
architectural  modifications.  However, 
trying  to  predict  what  will  be  consid- 
ered “medical  equipment,”  and  what 
will  not,  can  sometimes  be  difficult 
An  electric  wheelchair,  for  example, 
is  considered  “medical  equipment” 
Insurance  policies  will  generally  cover 
an  electric  wheelchair,  as  long  as  it 
meets  the  requirements  to  be  classified 
as  a “medical  necessity.”  However,  a 
wheelchair  ramp  (and  lift,  too)  will  not 
usually  be  covered  because  it  is  con- 
sidered “non-medical.” 

Finding  help 

Insurance  is  not  the  only  source  of 
help  in  trying  to  build  a wheelchair 
ramp.  Many  volunteer  organizations 
may  build  a ramp  for  free.  The 
Telephone  Pioneers  of  America,  a 
group  of  volunteers  firom  AT&T, 
Canadian  phone  companies  and  local 
phone  companies,  may  build  a ramp, 
or  do  other  architectural  or  en^eer- 
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ing  projects  for  you. 

Local  chapters  offer  different  ser- 
vices. For  your  nearest  chapter,  con- 
tact Telephone  Pioneers  of  America, 
930  15th  St,  Denver,  CO  80202. 

Your  local  independent  living  cen- 
ter may  have  information  about  other 
groups  that  may  help  build  or  provide 
funding  for  your  ramp.  Local  Parent 
TVaining  and  Information  Centers 


(PTTs)  may  have  similar  infonnation. 
(A  directory  of  PTIs  can  be  found  in 
the  1995  Exceptional  Parent 
Resource  Guide.)  State  agencies, 
such  as  divisions  of  vocational  reha- 
bilitation services,  health  depart- 
ments and  developmental  disabilities 
agencies,  may  also  provide  some 
funding  or  advise  you  of  otlier  possi- 
ble funding  sources.  EP 


A child’s  well-being  is 
a sacred  trust. 

We  work  to  earn  that  trust  by  providing  a pediatric  team 
which  includes  board  certified  pediatricians  in  almost 
every  known  specialty.  That  is  one  reason  why  we  were 
designated  by  the  State  of  New  Jersey  as  the  Children’s  Hospital 
for  Bergen,  Morris,  Passaic,  Sussex,  and  Warren  counties. 

Our  Pediatric  Services  Include... 


• Adolescent  Medicine 

• Apnea  Center 

• Bronchopulmonary 
Dysplasia  Treatment 

• Child  Development 
Center 

• Child  Life  Specialist 
Service 

• Children  and  Youth 
Program 

• Craniofacial  Center 

• Diabetic  Care 

• Early  Intervention 
Program  (EIP) 

• Genetics 

• Maternal/Infant 
Transport  Service 


• Myelomeningocele 
Treatment 

• Neonatal  Intensive  Care 

• Neonatology 

• Pcdiatric/Adolesccnt 
Psychiatry 

• Pediatric  Allergy/ 
Immunology 

• Pediatric  Anesthesiology 

• Pediatric  Cardiology 

• Pediatric  Dialysis 

• Pediatric  Endocrinology 

• Pediatric  Gastroenterology 

• Pediatric  Infectious 
Diseases 

• Pediatric  Intensive  Care 

• Pediatric  Nephrology 


at  St.  JoMfili** 


• Pediatric  Neurology 

• Pediatric  Nutrition 
Program 

Pediatric  Ophthalmology 

• Pediatric  Pulmonology 

• Pediatric  Residency 
Program 

• Pediatric  Rheumatology 

• Pediatric  Subspecialty 
Clinics 

• Pediatric  Surgery 

• Pediatric  Urology 

• Perinatology 

• Regional  Perinatal 
Center 

• Swallowing  Center 


Wc  accept  most 
^.nsurancc  plans. 

Easily  accessible  vi6 
most  major  roadways. 

We  oHer  both  an  on- 
site garage  qs  well  as 
valet  parking.  w 


,v. vl'iv  ivjnn  Sr’ If  JM'pl.rs  1 li>>jni.il  .wu\  \Kvlu 
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WHAT'S  HAPPENING 


Publications 

• Guidelines:  Choosing  the  Right 
Mobility  Equipment  is  a primer  for 
people  with  disabilities  who  are  look- 
ing for  their  first  ads^ted  van.  This  free 
booklet  discusses  considerations  asso- 
ciated witli  being  a passenger  or  driver, 
finding  a vehicle  to  ads^pt,  fiill-size  vans 
versus  minivans,  lift  options  and 
finding  help  in  paying  for  a van  conver- 
sion. Contact  the  Braun  Corporation, 

1014  S.  MonticeUo,  PO.  Box  310, 

Winamac,  IN  46996;  (800)  84^6438, 

(219)  9464670  (fax). 

• EdvecUing  ChUdien  with  Tburette 

Syndrxme  is  a free  23-page  in-depth  guide.  Ibpics  include 
tics,  associated  disorders  and  behavioral  features  and 
learning  disabilities.  The  guide  has  an  extensive  bibliogra- 
phy. Cor  tact  the  Tourette  Syndrome  Association,  42-40  BeU 
Blvd.,  Bayside,  NY  11361-2861;  (800)  237-0717,  (718)  279- 
9596  (fax). 

• IN  Motion  is  a new  publication  that  offers  information  and 
guidance  for  people  with  limb  disorders  or  an^utations. 


Articles  will  address  qports  and  recreaticHi,  physical  therapy 
tips,  new  technology  and  product  informaticMi  For  a free 
copy,  contact  IN  Motion,  Amputee  Coalition  of  America, 

1932  Alcoa  Hwy.,  KnoxviUe,  TN  37920,  (800)  3568772. 

• Learning  Together  is  a free  newsletter  published  twice  a 
year  (June  and  Dec.)  to  connect  parents  of  children  with 
autism  or  related  disorders  for  “friendship,  encouragement 
and  informatiorL”  Readers  can  list  themselves  in  the 
newsletter  if  they  want  to  find  pen  pals.  For  a copy,  send  a 
self-addressed  stamped  envelope  to  Annette  Vander  Weide, 
149  E.  Cortner  St,  Hanfixxi,  CA  93230.  For  a pen  pal  listing, 
include  a paragraph  describing  yourself. 

\ldeos 

• Parents  Can  Moke  a Differenee  is  a 90-minute,  open-cs5>- 
tioned  video  for  parents  of  children  who  are  deaf  or  hard  of 
hearing  Tidies  include  parent  siQ)port,  t^  for  parents  in 
rural  areas  and  the  lEP  process.  The  video  features  three  par- 
ents sharing  their  experiences.  Free  to  Minnesota  parents; 
$10  for  others.  Send  payment  (payable  to  the  Minnesota 
Foundation  for  Better  Hearing  and  S^^eech)  to  the  Parent 
Network,  MFBHS,  lfi64thSt  East,  Ste.  320,  St  Paul,  MN 
65101;  (612)  223613  J (V/TTY). 


Simply  Point  and  Touch! 


Computer  Access  at  The  Touch  of  a Finger! 

Give  your  child  the  most  efficient  and  friendly  computing  tool  around!  This 
low- cost  touch  screen  attaches  easily  to  the  front  of  your  monitor  to  allow 
touch  input — one  of  the  most  direct  and  natural  ways  for  children  to  interact 
with  the  computer. 

The  TouchWindow  takes  advantage  of  children’s  natural  desire  to  reach  out 
and  touch  what  they  see  on  the  computer  screen.  They  make 
selections,  move  objects,  pull  down  menus  and  draw  graphics, 
all  with  the  touch  of  a finger!  Using  the  TouchWindow,  children 
work  directly  with  the  software’s  content  without  struggling  with 
the  input  process. 

The  TouchWindow  is  ideal  for  children  who  have  trouble 
using  a mouse  or  keyboard.  It  is  especially  effective  with 
preschtK)lers,  early  learners  and  children  with  developmental 
or  physical  disabilities. 

The  TouchWindow  for  the  Macintosh  works  with  all  Macintosh  software, 
and  the  TouchWindow  for  IBM/Compatibles  works  with  most  software  that 
uses  a mouse.  Also  available  for  the  Apple  II  vSeries. 


For  more  information  or  a free  product  catalog, 
call80(F362-2890. 


^Edmark. 
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1995  Special  Olympics 
Worid  Games 

Special  Olympics  invites 
proud  families,  relatives 
and  friends  of  its  out- 
standing athletes  to  join 
in  the  fun  and  excite- 
ment at  the  1995  Special 
Olympic  World  Games 
in  New  Haven, 

Connecticut,  July  1-9. 

Athletic  events  will  also  take 
place  in  West  Haven,  Hamden, 

New  London  and  Old  Lyme, 
Connecticut 

Share  the  job  of  cheering  7,000 
athletes  representing  140  countries 
from  around  the  worid.  Join  thou- 
sands of  other  family  members 
and  friends  who  will  gather  to  sup- 
ix)rt  these  spirited  athletes  as  they 
participate  in  the  largest  and  most 
exciting  sports  event  of  1995. 

The  1995  Special  Olympics 
World  Games  Family  Services 
Conunittee  will  provide  hospitali- 
ty and  information  to  the  families 
of  the  athletes  who  will  attend  the 
games.  Centrally-located  family 
centers  will  provide  a place  for 
families  to  relax,  meet  others  and 
have  refreshments.  A main  family 
center  will  be  located  at  the  Yale 
Bowl;  satellite  centers  can  be 
found  at  other  sports  venues.  Tlie 
main  center  will  feature  ent  . rtain- 
ment,  a children’s  play  area  and 
daily  competition  schedules.  A 
siblings  program  for  brothers  and 
sisters  of  athletes,  aged  8 and 
older,  is  also  planned. 

An  extensive  shuttle  trans- 
portation system  will  be  available 
to  transport  families  between 
sports  venues.  It  is  also  expected 
tliat  transportation  will  be  a\^- 
able  from  area  hotels  and  towns. 

F'or  travel  and  car  rental  infor- 
mation, contact  Adelman  TVavel, 
tlie  World  Games’  official  travel 
agency  (800/666-8886).  For  infor- 
mation about  New  Haven  area 
hotels,  motels,  bed  and  breakfast 
inns,  call  the  Gn'ater  New  Llaven 
Convention  mid  Visitor’s  Bureau 
(8(K)/3;i2-7829}. 

And  Lk'  sure  to  stop  by  and  visit 
witli  Exccpiimal  Pmxnfit!  You’ll 
find  oui*  bcx)th  at  tiie  family  cen- 
ter at  the  Yale  Bowl. 
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Support  Groups 
• JkiDin-to-Tivin  Transfusion 
syndrome  (TITS)  is  a condi- 
tion, which  sometimes  occurs 
in  pregnancies  involving  iden- 
tical twins  or  higher  multiples, 
when  blocxi  passes  dispropor- 
tionately between  one  baby 
and  another  through  connect- 
ing blood  vessels  in  a shared 
placenta  Survivors  of  TTTS 
may  be  left  with  a number  of  serious 
disabilities,  including  cerebral  palsy. 
The  Twin-To-Twin  TYansfusion 
Syndrome  Network  (2592  W.  14th  St., 
Cleveland,  OH  44113;  216/731-6940; 
216/585-2626,  fax)  provides  support 
and  information  to  families  and  med- 
ical professionals  through  meetings, 
participation  in  conferences  and  a 
quarterly  newslette.. 

• Myasthenia  gravis  is  a chronic 
neuromuscular  disease  marked  by 
weakness  and  muscle  fatigue.  The 
Myasthenia  Gravis  Foundation  of 
America  (222  S.  Riverside  Plaza,  Ste. 
1540,  Chicago,  IL  60606;  800/541- 
5454,  voice;  312/258-0461,  fax)  is 


starting  a pen  pal  network  for  par- 
ents of  cliildren  with  myasthenia 
gravis  and  for  teenagers  vdth  the 
condition. 

Autism  Research 
The  National  Alliance  for  Autism 
Research  (NAAR)  is  a non-profit 
organization  dedicated  to  funding 
and  promoting  biomedical  research 
into  the  causes,  prevention  and  treat- 
ment of  autism  and  related  develop- 
mental disorders.  Run  by  parents, 
NAAR  is  the  only  organization  in  the 
U.S.  dedicated  solely  to  fundraising 
on  behalf  of  increased  medical 
research  in  autism.  NAAR  plans  to 
award  researcn  grants,  publish  a 
newsletter,  sponsor  symposia  for 
researchers  and  support  the  work  of 
the  brain  bank  at  Massachusetts 
General  Hospital,  a mayor  source  of 
research  on  neurological  studies.  For 
more  information,  contact  NAAR, 
Two  Center  Plaza,  Ste.  420,  Boston, 
MA  02109;  (508)  47(M1747,  (908)  359- 
9957.  NAAR’s  Internet  address  is 
naarlondon@delphi.com.  EP 


Communication 

and 

making  choices 
can  be  fun. 

# 

We  can  help. 

# 

Just  ask  Alexander! 


Since  1 979,  IntelliTools  has  been  empowering  people  by  providing 
intelligent  tools  for  spe:ial  education,  early  childhood,  elementary 
education  and  adults  with  disabilities. 

To  receive  a free  copy  of  our  new  1994-95  catalog 
featuring  over  15  new  products,  call  or  write: 


INTELLITOOLS,  INC. 
55  Leveroni  Court,  Suite  9 
Novato,  CA  94949 
Phone:  (800)  899-6687 
Fax:  (415)  382-5950 
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Fkm  FnNhict  & SMutot  iwfBumWtHt 


Absolutely  No  Rinsing  Required 

Just  Apply  Massaflc  Towel  Dry  Comb  & Style 


Less  than  5 minutes  for  a cleansing  shampoo 

No-Rinse®  Body  Bath 
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^agazine  editors  get 
many  books  from 
publiskef  s,  eager  to 
have  a current  book  receive  a 
favorable  revieiv.  hi  an  effort 
to  keep  up  with  these^  I often 
take  a far  along  for  on- 
airplane  reading.  / tend  to  be 
semi-conscious  at  such 
times,  and  many  books  sewe 
as  a sedative  to  help  me 
sleep.  Those  were  the  circumstances  undei'  tvhich  I 
began  reading  Taking  Charge:  Overcoming  we 
Challenges  of  Long-Term  Illness  by  Irene  Pollin,  a psy- 
chiatric social  worker.  Very  quickly,  I was  wide  awake 
and  excited.  This  was  a terrific  book!  Although  the  book 
was  written  specifically  for  individuals  tvith  long-teim 
illnesses,  every  chaptei'  is  filled  with  powerful  infomui- 
tion  and  helpful  support  for  parents  and  other  family 
members. 

In  fact,  Irene  Pollin  is  a parent,  as  well  as  a psychiotnc 
social  worker.  After  the  loss  of  tivo  of  her^  own  children,  she 
returned  K school  for*  tmining  as  a psychiatiic  social 
worker.  After  20  yeais  of  research  and  work  in  family 
counseling,  she  developed  '^medical  aisis  counseling,'^  a 
neiv  model  for  rvorking  with  individuals  with  chronic  ill- 
nesses and  their  family  mentbers.  This  model  of  counseling 
is  focused  on  the  medical  crisis,  not  on  personal  or  family 
history. 

In  dealing  with  her'  children's  illnesses,  PoUin  became 
aware  that  professionals  r*eceive  scant  tmining  to  help 
individuals  and  families  cope  with  long-term  effects  of 
chronic  illness  or  disability.  Neither*  mental  health  nor* 
medical  specialists  provided  the  suppori  she  and  her  hus- 
band needed.  In  addition  to  writing  this  outstanding  book, 
Pollin  established  the  Linda  PoUin  Foundation,  rranred 
after*  her  hole  daughter,  which — in  coUaboration  with 
ChUdren's  Hospital  in  Boston-— provides  this  specific  train- 
ing to  mental  health  and  other  health-care  professionals.  In 
Pollin's  rvorris — *7  have  discovered  that  by  corf  ranting  and 
taking  charge  of  your  fears,  you  can  learn  to  accept  your 
[or' your  loved  one's]  long-term  Condition.  Indeed,  you  can 
cmce  again  take  charge  of  your  life.  This  book  will  shore 
you  the  way." 

Thousand  of  parents  and  professionals  first  lear*ned 
aberut  Exceptional  Parent  from  nationaUy-syndicated 
columnist  Ann  Landers;  here's  what  she  says  about  Txking 
Charge:  ''[This]  book...  should  be  required  reading  for' 
ever*yorw  facing  the  challenge  oflxmg-termr  illness,  whether 
their  erwn  or*  that  of  a loved  erne. . . It  cxmld  be  the  most  valu- 
able (fift  you  nrill  errer  give. " 

Beginning  with  this  issue,  Exckitional  presents 

a series  of  excerpts  from  Taking  Charge. 

— Stanley  D.  Klein,  Ph.D. 


Taking  Charge  is  available  from  Exceptional  Par*ent 
Libmry  (800/535-1910).  ThefoUowing  is  an  excerpt: 

Identify  Your  Problems 

Knowledge  is  power.  In  order  to  handle  the  problems  you’re 
bound  to  encounter,  you  must  first  be  aware  of  them.  As 
painful  as  it  may  be,  with  awareness  comes  the  possibility  of 
adjustment,  integration  and  resolution.  Without  it,  you  may 
become  stuck,  confused  or  embittered.  With  insight,  howev- 
er, you  can  anticipate  the  rough  spots.  Because  you  can 
expect  certain  challenges,  yt,u  prepare  for  them  and  learn 
how  to  handle  them,  thus  diminishing  their  effect  on  you. 

To  help  visualize  the  complexity  of  problems  inherent  in 
coping  with  long-term  illnesses,  picture  a pane  of  safety 
glass  that  has  been  hit  veiy  hard  by  a sharp  object  such  as  a 
small  stone.  The  glass  doesn’t  shatter  and  fall  to  the  ground. 
Instead,  immediately  around  the  center  of  impact,  a web  of 
fine  cracks  appears.  The  network  grows,  radiating  in  eveiy 
directioa  Some  fissures  are  short,  others  long.  Some  spread 
directly  from  the  center  while  others  intersect  All  the  frac- 
tures are  connected,  even  those  at  the  farthest  edges  of  the 
pane,  because  they  result  from  the  same  impact  Although 
the  glass  is  more  fragile  than  before  it  was  hit  it  still  remains 
whole  in  its  fractured  state. 

So  it  is  with  your  long-term  illness.  You  will  encounter  a 
myriad  of  intersecting  medical,  social,  emotional  and  eco- 
noniic  problems.  There  are  the  obvious  physical  disabilities 
to  overcome:  pain;  restricted  movement  activities  or  diet 
dependency  on  medication  pxd  medical  technology;  to  name 
a few.  In  addition,  your  relationship  with  family  and  friends 
may  change.  You’ll  confront  the  often  intimidating  medical 
profession.  Your  income  and  savings  may  diminish,  possibly 
altering  your  social  status.  Your  loved  ones — ^the  major 
source  of  emotional  support — ^may  feel  as  vulnerable  and 
helpless  as  yoa 

Anyone  who  denies  being  overwhelmed  at  this  time  is 
simply  not  telling  the  truth.  Yet  even  as  you  consider  the 
number  of  problems  resulting  from  the  impact  of  long-term 
illness  on  your  life,  you’ll  recognize  that  although  weakened 
and  perhaps  impaired,  you  remain  the  same  person.  Like  the 
pane  of  glass,  you’ve  been  hard-hit  but  you  are  whole  and 
you  are  capable  of  acijusting  to  the  fate  you  have  been  dealt. 

Consider  making  a flow  chart  or  diagram  showing  (and 
concretizing)  the  intersection  of  the  problems  arising  from 
your  illness  as  the  fissures  in  a cracked  pane  of  glass.  Put 
your  illness  in  the  middle  and  draw  and  label  the  issues  you 
1 must  deal  with  as  lines  ladiating  from  the  center  or  inter- 
j secting  with  one  anotlier.  Then  draw  a circle  aiound  your 
] design  to  show  that  wholeness  still  exists,  despite  the  dis- 
I ease.  'Fliis  exercise  can  help  you  bring  your  own  problems 
i into  focus,  so  you’ll  know  what  you’re  up  against.  EP 


Reprinted  mth  jxrrrussion  cflhnes  Books,  a division  of  Random  \ 
House,  Inc,  from  Taking  Charge,  C)  199tf  by  Irene  PoUin. 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  model,  The  Evergreen  Center  has  a history  of  successfully 
transitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classroom,  in  the 
community'  and  in  their  residence. 

Students  receive  VLKational  training  and  experience  real  work  opportuni' 
ties.  Students  are  supported  with  behavior  development  programs,  medical 
and  family  ser\*ices,  and  physical,  speech,  or  occupational  therapy. 

Our  Students*  Challenges 

• Aurism  • Hearing/Sight  Impairment 

• Mental  Retardation  • Severe  Maladaptive  Behavior 

• Physical  Disability 

The  Evergreen  Center  is  a licensed,  private,  non-profit  residential  school 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 

EVERGREEN  CENTER 

345  Fortune  Blvd,,  Milford,  Massachusetts  01 757 
1^508^478^5597 
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Our  prices  moke  | 
everyone  happy! 
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For  people  with  disabilities, 

WE  CAN 


turn  your  computer  into  an  open  door. 


/i  (tmropfming  to  new  oppftrtunities  — at  nork\  (it  srluntl  nnd  at  home. 
Thanks  to  IHM  teehnolof^:  fwrsons  with  vision,  mohility,  speech /hvarini: 
or  attention /meinorydisiihilities  can  do  things  once  ntnvr  thought 
IMtssdde,  l.ikeci»nfwte  in  the  it^irkphnvand  support  fninilies,  I Ate 
indefwndendy  if/ others,  hhid out  //um*  hy  caihup  ldiOO-42(>- 
(lOICi:):  NUHhf2h-:m:i(T!)l)):  inCanada,  W. 

.1/  Hi  W,  nr  can  do  mow  than  \xtn  think. 


IBM  Indefkndknce  Series 

t « UtMunifltuhimtliUfUi  N fif  win- 1,  «l.li lltnU.li/ /nfi ( Mr;»n 
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ScfiooC 

For  Children  With  Cerebral  Palsy 


Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include; 


• Physical  Therapy 

• Occupational  Therapy 

• Speech  and 
Language  Therapy 

• Communication  Aids 


• Special  Education 

• Music  Therapy 

• Special  Medical 
Attention 

• Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  yeara,  offers  ail  of  these 
services  and  noore.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  forday 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 

Diane  L.  Gallaoher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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by  David  Hirsch,  M.D. 


“Smart  Drags;”  Undiagnosed 


QWe  have  heard  a lot  about 
“smart  drugs,”  especially  for 
children  with  Down  syndrome. 
Recently  on  the  news  show  Day 
One,  a drug  called  Piracetam  was 
shown  to  help  learning  ability  in  a 
child  with  Down  syndrome.  Our  son 
is  six  years  old  and  has  Down  syn- 
drome. We  would  be  interested  in 
anything  that  may  help  him  reach 
his  full  potential.  What  do  you  think 
about  the  use  of  these  new  drugs? 


A The  use  of  the  so-called  “smart 
drugs” — as  well  as  vitamin,  min- 
eral and  amino  acid  supplements — is 
a very  controversial  area  in  the  treat- 
ment of  children  with  certain  devel- 
opmental disorders.  Recently,  thei  e 
has  been  much  publicity  regarding 
“smart  drugs,”  specifically  Piracetam, 
as  a supplement  for  children  with 
Down  syndrome.  Piracetam,  often 
used  in  coryunction  with  other  sup- 
plements (typically  vitamiits,  miner- 
als, amino  acids  and,  sometimes, 
digestive  aids  or  enyyines),  is  one 
member  of  a new  class  of  drugs  that 
are  thought  to  enliance  learning  and 
memory.  No  commonly  accepted 
mechanism  of  action  has  been  estab- 
lished; that  is,  if  it  works,  we  are  not 
exactly  sure  how  or  why. 

Piracetam  (trade  name  Nootropil) 
is  considered  an  orphan  diug.  An 
on:)han  dnig  is  a drug  still  in  clinical 
testing  and  not  yet  approved  by  the 
Food  and  Drug  Administration 
(FDA),  or  a drug  designated  for  use 
in  rare  disorders  affecting  200,000 
people  or  less.  Piracetam’s  only  indi- 
cated use  is  for  a rare  condition 
called  myoc'lonus  (a  type  of  seizure 
disonler);  its  use  is  not  indicated  for 
learning  disabilities,  mentiil  retmda- 
tion  or  Down  syndrome.  In  fact,  at 
this  time,  I do  not  believe  Piracetam 


O 


can  be  legally  imported  into  the  U.S, 
Also,  because  of  a lack  of  appropri- 
ate scientific  research  on  the  use  of 
the  drug  in  individuals  with  Down 
syndrome,  the  National  Down 
Syndrome  Society  does  not  recom- 
mend the  use  of  Piracetam  for  chil- 
dren with  Down  syndrome. 

I wholeheartedly  agree  that  any 
child — ^regardless  of  disability — 
should  be  allowed  to  reach  his  or  her 
full  potential.  Certain  less  convention- 
al therapies — such  as  drugs  or  other 
nutritional  or  vitarnin  supplements — 
may  have  a role  if  used  in  a cautious 
manner.  And  any  such  supplements 
should  be  used  only  in  coi\jimction 
with  more  conventional  medications, 
helpful  therapies,  an  appropriate  edu- 
cational program,  a nutritious  diet  and 
appropriate  exercise. 

If  you  wish  to  consider  the  use  of 
any  of  these  “smart  drugs”  or  other 
supplements,  I encourage  you  to 
check  with  your  son’s  pediatrician  to 
make  sure  no  otiaer  medical,  thera- 
peutic or  educational  options  need  to 
be  considered  first.  Your  son’s  pedia- 
trician can  also  assess  the  possibility 
of  any  drug  interactions.  Under  m 
circumstamces  should  one  assume 
tliat  if  a certain  amount  of  a vitanun 
or  supplement  has  been  shown  to  be 
helpful,  then  twice  as  much  (or 
more)  of  tliat  substance  will  be  even 
better. 

QOur  eight-year-old  daughter  has 
global  develof)mental  delays 
(fine  and  gross  motor  and  cognitive 
delays).  Over  the  years,  we  have 
taken  her  to  many  neiuologists,  spe- 
cialists in  developmental  disabilities, 
occupational  and  physical  therapists, 
psyi’hologists  and  pediatriciairs. 
None  of  these  specialist  has  been 
able  to  give  us  a definitive  diagnosis 


for  our  daughter’s  problems.  My  wife 
and  I are  uncomfortable  with  this  sit- 
uation. We  are  also  worried  about 
any  future  children  we  may  have. 

Can  you  think  of  anything  else  we 
might  do? 

A You  have  done  a significant 
amount  for  your  daughter 
already.  Lack  of  a specific  diagnosis 
is  one  of  the  most  frustrating  situa- 
tions for  patients,  parents  and  physi- 
cians. Patients  without  a specific 
diagnosis  often  tend  to  be  “placed” 
into  broad  descriptive-based  cate- 
gories that  describe  symptoms  such 
as  hypotonia  Qow  muscle  tone), 
developmental  delay,  non-specific 
learning  disability,  encephalopathy  (a 
disease  of  the  brain,  either  unchang- 

continued  on  pane  US 
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Havarkh  Ortho-Sport,  Inc. 

67  EnwraM  Straot 

Koan*.  NH  03431  (603)358-0438 


Haver  Kh 


f£Urope’s  leading  line  of  specialized 
t]^|i|l0ycl8s,  tricycles  and  tandems 
f-vri^w  available  in  North  America. 
§,;l^eel  frame.  Duel  caliper,  drum 
tihd  coaster  brakes  available, 
'a^ing  brakes  standard, 
styling  and  wide 
of  colour 
:|lDihbinations. 

lore  than  30  specially 
^signed  accessories  to 
meet  every  need. 
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ARD  CHILDREN’S  HOSPITAL,  REHA- 

TPMA  F 

Transitional  Power  Mobility  Aide  ^ 
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Now  a child  with  physical  disabilities  can  be 
positioned  in  SITTING,  SEMI-STANDING, 
or  STANDING  to  optimize  access 
to  the  environment. 

Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  Available 
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1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC 
Grand  Forks,  ND  58201 


Ooohf  Aaah... 
Great  Briefs! 


Prime  Time 
Plus  Briefs 


By  Medical  Disposable^ 


YOUTH 

96  Count 

$47.00 

ADULT  SMALL 

96  Count 

$49.00 

ADULT  MED. 

96  Count 

$55.00 

ADULT  LARGE 

72  Count 

$55.00 

Prime  Time’*  Plus  Briefs. 
AH  Super  Absorbent . Premium 
Quality  Products.  NOT  IRREGULARS. 

Prices  Include  all  Shipping  and  Handeling  In 
in  the  48  connectiong  states.  Delivery  is 
made  directly  to  your  heme. 

Call  or  write  for  a FREE  SAMPLE. 

SpECiAl  PROduCTS 

212  N.  Markcl.  Suite  115.  Wichita.  KS  67202-2016 

Toll  Free  I-800-S53-.U92 


THE  DOCTOR 
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ing  or  progressive)  or  cerebral  palsy 
(when  used  in  its  broadest  sense  to 
mean  muscular  impairment  or  poor 
coordination). 

Such  general  classifications  can 
make  it  difficult  to  design  and  obtain 
insurance  coverage  for  appropriate 
therapies  and  treatments.  It  can  also 
make  it  more  difficult  to  qualify  for 
certain  state  and  federal  health  pro- 
grams that  allow  coverage  only  for 
certain  specific  “diagnoses.”  And  par- 
ents of  a child  without  a diagnosis 
are  less  likely  to  find  appropriate  sup- 
port groups  or  other  resources. 

Family  and  friends  may  be  sur- 
prised that  you  Imve  not  found  an 
“answer”  to  your  daughter’s  prob- 
lems. You  are  probably  getting  a num- 
ber of  unsolicited  “answers”  and 
opinions  from  well-meaning  family 
members  and  friends. 

If  you  have  not  already  done  so, 
you  should  consider  a genetics  con- 
sultation. This  would  include  a 
detailed  look  at  your  family  history, 
chromosome  studies  and  an  evalua- 
tion of  your  daughter’s  symptoms  and 
appearance  to  see  if  they  fit  any  par- 
ticular syndrome.  This  type  of  consul- 
tation might  also  address  your  anxi- 
eties with  regard  to  any  future  chil- 
dren. 

Medical  knowledge  changes  rapid- 
ly, so  more  information  about  your 
daughter’s  condition  may  become 
available  in  the  next  few  years.  In  the 
meantime,  even  without  a diagnosis, 
you  need  to  continue  to  deal  with 
your  daughter’s  needs  for  occupation- 
al, speech  and  physical  therapy,  and 
to  make  sure  she  is  in  a school  pro- 
gram that  best  meets  her  educational 
needs. 

Ch'er  the  years,  I have  seen  many 
patients  who  were  undiagnosed; 
some  remain  undiagnosed.  But  their 
parents,  like  you,  have  accepted 
these  children  just  as  they  are. 
Parents  have  tauglit  me  that  whetlier 
a child  has  a specific  diagnosis  or 
not,  that  is  the  most  important  thing 
you  can  do.  EP 
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K\l  I.llH  Ki  ( HM 
Television  is  important  lor 
Amorico's  disobilily  (ommuniiy. 
The  network's  progrommiruj 
jielps  Ainet icons  with  disabili 
ties  move  into  nininstrcom  life 
by  tlmnging  perceptions. 

SlUAWR  808  DOlf 


^ ^ K\ll  llinsi  on 
not  only  gives  people  with 
disqbilitics  u new  means  of 
(oinmunicotion,  but  television 
gives  oil  Americans  on 
opportunity  to  mqximife 

SlNiUOR  ra/H  HARHIN 


t¥ 


As  one.  of  19  million 
Americans  who  happens  to  -t 
h(}ve  u disobility,  like  I 
happen  to  hove  epilepsy 
I'm  very  excited  about 

K\1  \ IDliMpn,  MA 

uses  the  extraordinary  power_ 
ol  television  to  communicate 
ideas  and  positive  role  models 
for  our  coriipiex  society. 

TONY  COIWO,  Cb(uni)on 
Pf evident  s Commiltec 
on  Tmployment  of  People 
with  Dii^ahiliffcs 


) ‘ -V 


Please  join  March  of  Dimes 
ond  K\l  I l[>nM  HIM  .With, 
your  help,  we  con  improve  the 
quality  p(  lile  for  Americans 
. with  birth  delects  and  o.thor 
disobilities.  And  we  can  offer 
quality  programming  the  v/hoie 
lumily  can  enjoy. 

DR,  JfNNIffR  L HOWST 
Prosfdcnt 
Maf{hofDiiJtes- 
Bitlh  Delects  Foundation 


. Join  svrih  os  at  Easter 
Seals  and  K \ l 1 11  ><  T M’l 
We  want  to  share  vital  accu- 
rate inlomiution.  We  want  to 
brighten.American  homes  from 
coast  to  coasl  with.cjood, 
quality  television. 

JAMFS  L WtlUAMi.  }R. 
Pfcsidcnt  and  CfO  . 

National  faster  Seal  Soarty 


' Wo"re  deligjrJed  to  join 
K\M  lltUHOlM  in~tlio 
"Culling. on  Cable"  compaign.  I 
hope  you  will  become  o port  ol 
the  efiort  t<^ bring  this  exciting 
network  to  every  home  in 
America.- 

FlAm  L CHAO 
President  and  CfO, 

United  Way  of  America 
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AMERICA'S  DISABILITY  CHANNEL 
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• Bibs 


Ross’  Bibs-^aco,  Inc. 

PO  Box  5642,  Asheville, 

NC  28813 
Call  (704)  274-0075 
Bibs  are  made  of  machine  wash- 
able, heavy  duty  vinyl.  Large  child 
size  is  $13.95;  small  adult  size  is 
$15.95;  plus  $2.00  shipping.  Call 
for  more  informatbn . 

Virginia  M.  Ramsey 

RO.  Box  22  EP  Eastern  Parkway 
Germantown,  NY  12526 
(518)  537-5846  Phone/Fax 
Unisex  cannoufla^  fa  drooling  & 
unpredictable  spife.  Wear  all  day 
or  meaitinne.  Bandanna  Collar,  Full 
b(b4<nit  neck  2J%^  5,  dozerv^-90. 


Bicycle  Tt'ailer 


Blue  Sky  Cycle  Carts 

RO  Box  5788 
Bend  OR  97708 
(503)383-7109 

Enjoy  cycling  with  the  whole  fami- 
ly'. We  offer  customized  bicycle 
trailers  ad^ted  to  carry  children 
& adults  with  special  needs. 


Equipment  Dealers 


National 


AMERiCAN  DISCOUNT  MEDICAL 

FOR  DISCOUkfTB  ON  ALL 
YOUR  EQUIPMENT 
NEEDSl  Save  on  Strollers- 
Convaid,  Carrie  Rover;  MacLaren; 
Scooters;  Wheelchairs; 
Tumbleforms;  Walkers; 
Seating/Positioning  Equip.;  and 
Aquatic  Equip,  for  Summer. 

Call  (800)  877-9100  for  FREE 
BR(XHURE. 

Massachusetts 

Atlantic  Rehab.,  inc. 

81  RumfordAve. 

Waltham,  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Rease  call  for 
more  information. 

Duralinc  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45856 
800-654-3376 

Call  DMP  for  all  your  incontinent 
needs  such  as  briefs,  pants, 
pads  and  liners,  as  well  as  skin 
care  products. 

Call  fa  FREE  catalog! 


H.D.I.S. 

1215  Dielman  Industrial  Court 
Oivette,  MO  631 32 
(800)  538-1036 

See  our  ad  in  this  issue. 

Summers  Laboratories,  Inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 

Triple  Paste^^  for  diaper  rash  and 
chronic  irritation.  Used  at  leading 
children's  hospitals.  Available 
without  prescription.  Call  now  fa 
free  treatment  Infomnatlon. 


Incontinence 


Access  Medfcal  Supply 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs 
(96),  Free  Delivery.  Also — Depend, 
Serenity,  other  items.  M^u- 
facturer’s  coupons  accepted. 

Free  Catalog! 


YOUTH 
BRIEF  11 
FITS  30 
TO  70  LBS. 
96  FOR 
$ 39.98 


CALL  24HRS. 
1-800-777-1111 


WOODBURY  PRODUCTS 
INC. 


44>0  AUSTIN  BLVD.  ISLAND  PARK  NY  1 ISS8 


Youth  Incontinence 
Products 

■ Overnight 
Pants  with 
Nylon  Exterior 
24"-44”  waist 

■ Training  Pants 
Toddler-Adult  XI. 


■ 2 Piece  Brief  System 
Toddler-Adull  XL 


QUALITY  CARE 

For  Free  Brochure 
Call:  1-800-259-3099 


Medical  fnformation  - 


Little  Angel  Health  Network 

PO  Box  644 
RIngwood.  NJ  07456 
(201)  962-9307 
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Searching  For  Medical  Information? 
You’ll  find  the  answer  through  the 
Little  Angel  Health  Network.  Free 
brochure  explaining  how  to  order  a 
customized,  confidential  report  con- 
taining the  latest  medical  research 
on  your  childls  condition. 


. MonUo 

' . vr  yr 

Systems 

A & H interiiational  Products,  Inc. 

301  E.  Ocean  Blvd.,  #1010 
Long  Beach,  CA  90802 
(310)435-1011 
BeeperKid  child  monitor  helps 
protect  your  child  in  public. 
Instantly  alarms  you  before  child 
can  wander  or  get  lost. 

Care  Eiactronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Sykems  ratify 
caregivers  when  their  wandeer 
leaves  home.  Locate  them  up  to 
ONE  MILE  away.  FREE  catalog! 


Software 


UCLA  Microcomputor  Prcdact 

1 000  Veteran  Avenue/ 

Rm  23-10 

Los  Angeles,  CA  90024 
(310)  825-4821 

Catalog  of  dev.  appropriate  software 
fa  children  w/disab.  18  mths-5  yrs. 
Apple.  Mac.  IBM,  cause/effeci,  ^me 
formal,  basic  preschool  concepts 


Van  Conversion  Dealers 


Connecticut 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop  floors, 
custom  driving  equipment;  dis- 
tributors for  Mobile  Tech.,  Crow 
River  lifts,  Ricon,  IMS,  EZ  Lock, 
and  EMC  touch  pad  systems. 

41  yrs.  of  service  to  the  dis- 
abled community.  Please  call  for 
more  information.  NMEDA 
member. 


_ Indiana 

Foiwerd  Motions 

21 4 Valley  Street,  Dayton,  OH 
45404 

(513)  222-5001 

Futl-size/Mini-Van  modifications, 
new/used  lifts,  drop  floa,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 

Kentucky 

Forwanl  Motiont 

214  Valley  Street,  Dayton,  OH 
45404 

(513)  222-5001 

Full-size/Mini-Van  nnodifications. 
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new/used  lifts,  drop  floa,  raised 
roof,  lockdowns,  driving  ©quip. 
NMEDA  memba.  Owned  by 
person  with  disability. 

Massachusetts 

Handicap  Mobility  Inc. 

81  Pond  St. 

Norfolk,  MA  02056 
New  Jersey 
(508)384-1220 

The  pnemter  full  service  adaptive 
equipment  center  in  N.E.  Raised 
Roofs,  Lowered  Floors,  Van 
Conversions,  Loaders  & iJfters 

New  Jersey 

Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/ 

(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  side 
entry.  We  carry  products  from 
the  following  manufactures: 
Braun.  KneeKar,  N^age,  Ricon, 
and  PIck-A-Uft.  If  we  don’t  have 
it,  we’ll  find  it!  Rnancing  Is  avail- 
able. NMEDA  Member.  Please 
call  for  more  Info.  

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  communi- 
ty. Rease  call  for  more  informa- 
tion. NMEDA  rtiember. 


New  York 

Areola  Mobility 

51  Karo  Road  ■ 

Carlstadt.  NJ  07072 
(201)  507-8500/ 

(800)  ARCOU-1 
New-Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  side 
entry.  We  carry  products  from 
the  following  manufacturers: 
Braun.  KneeKar,  Vantage,  Ricon, 
and  PIck-A-Uft.  If  we  don’t  have 
it,  we’ll  find  it!  Rnancing  is  avail- 
able. NMEDA  Member.  Please 
c^  fa  more  info. 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom 
drivir^  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  communi- 
ty. Please  call  for  more  infama- 
tlon.  NMEDA  member. 


C fj 


Ohio 


FAiWiail  MotiCMflt 

214  Valley  Street,  Dayton,  OH 
45404 

(513)  222-5001 
Full-size/Minl-Van  modifica- 
tions, new/used  lifts,  drop 
floor,  raised  roof,  lock- 
downs,  driving  equip. 


NMEDA  member.  Owned 
by  person  with  disabili^^ 

Pennsylvania 


Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 


floors,  custom  driving 
equipment;  distributors  for 
Mobile  Tech..  Crow  River 
lifts.  Ricon,  IMS,  EZ  Lock, 
and  EMC  touch  pad  sys- 
tems. 41  yrs.  of  service  to 
the  disabled  community. 
Please  call  tor  more  Infor- 
mation. NMEDA  member. 


BOOKS,  AUDIo/VIOEO  & EDUCATIONAL  MATERIAL 


Books  for  Parents 
and  Professionals 


Turtle  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  col- 
orful illustrations  address  real 
issues  found  in  the  lives  of  real 
children  with  disabilities.  Provide 
a bridge  of  understandir^g  for 
your  cJiildren  with  disabilities, 
siblings  & friends.  FREE 
Brochure.  Jason  and  Nordic 
Publishers, 

PC  Box  441. 

HoHidaysburg,  PA  16648. 

FAX  (814)  696-4250 


Fi^  Catalogs'  * 


Free— The  NEW  Special 
Needs  Pro|ect  Book  Catalog 

The  best  books  from  aU  pubfishers 
about  disabiiitjes.  Cornprehensive 
resources  for  parents,  children  & 
professionals.  Special  Needs 
Project,  3463  State  Street, 

Santa  Barbara,  CA  93105, 

(800)  333-6867. 


Educational 

Materials 


Audio  Tapes 


'little  Bits  of  Rainbow” 

12  original  songs  in  the  Judy 
Cdfins  tradition,  for  the  parents  of 
childfen  with  special  needs.  By 
rvlaiianne  Kall^.  Cassettes  only, 
$11 .95.  RO.  Box  1383,  Highland 
Park.  IL  00035 
(708)432-5859 


Free— The  1995  Woodbine 

House/SpeciahNeeds 

Collection, 

a catalog  of  excellent  books  for 
parents,  children,  and  profes- 
sionals on  autism,  CP,  Down 
syrdrome,  Tourette  ^drome, 
mental  ret^ation,  visual 
impairment,  pl^ca)  disabilities, 
special  education,  and  more. 
Woodbine  House, 

6510  Bells  Mill  Road, 

Bethesda,  MD20817. 
(800)843-7323. 


Make  any  adult  bike  into  a detachable 
children's  tandem. 

Children  age  4-10  up  to  80  lbs. 

• Safety  is  the  priority,  knowing  where  your 
child  is  at  all  times. 

• The  Allycat  Shadow  bike  rotates  vertically  and 
horizontally  while  restricting  side  to  side  motion. 
The  bike  is  very  easy  to  turn  because  of  the 
hinging  motion  and  low  center  of  gravity. 

• The  Allycat  Shadow  is  designed  with  a free 
wheel  allowing  the  child  to  peddle  as  much  or  as 
little  as  they  desire. 

allw^at 

FOB  WOODLAND  mcr&mufa 


Circle  #225 


No  One  To  Play  With 

The  Social  Side  Of  Learning  Disabilities 

Betty  B.  Osman  with  Henriette  Blinder 

Failing  a spelling  test  is  only  one  of  a learning  disabled 
child's  many  problems.  Often  having  "no  one  to  play 
with"  can  be  more  troubling  and  anxiety-producing  than  any 
classroom  difficulty.  This  book  offers  parents  and  teachers 
compassionate  insight  into  the  special  needs  of  a child  with 
learning  disabilities  and  gives  detailed  information  about 
where  to  find  support.  6x9  joftcowr,  i70pp.  K878  S10.00 

The  Tuned-In,  Turned-On  Book 

About  Learning  Problems  - Revised  Edition 

/n  this  self-help  guide  written  for  adolescents  and  teens, 
author  Marnell  Hayes,  EdD  takes  a practical  approach 
to  helping  kids  capitalize  on  their  individual  learning  style. 
The  content  of  the  new  edition  includes  new  study  tips,  a 
new  glossary,  and  more  'homework'  for  parents  and  teach- 
ers to  help  them  understand  what  a child  with  learning  diffi- 
culties needs  them  to  know.  Sxi  softcover,  Wpp.  #090-t  S10.00 

t-'-K  5 V"  SOi CA 6 O 'csverii 3 Jd ;a< 


Academic  Therapy, Publications  ; 

20  CommercialBlvo.,*  Novato,’ CA  949491 -{800)  422-7249 


Gusr  Multimedia  Speech  Systern 

^ -Ml 

vS’  5 for  Windows 


#1  sellifKi'AAC 


producton 


Converts  any  Windows  compatible  computer  into  an 
UNBEATABLE  dynamic  display  communication  device. 
Simplicity  and  sophistication  at  a great  price.  Compare! 


Sampta  layom 


^ , 

onytMng  and  SPEAK  m 
> woid  and  phraM  prodietton 
abbfwCtdtd  •xpondon 


i 


1 

. . 

1 - 

V • b c d • f i 

» I.*.. 

r 

'•  g h 1 j k 1 m r 

> w 

1 I 

nopqrs..-: 

Vtuvw;ix/2: 

Multimedia  Speech'  System 


2-72  buttons  perpage  . 
Unlimited  layers!  ^ 

1 and  2 Switch  scanning  / 
Digitized  or  synthetic  speech 
Built-in  phone  dialer  * 


Also  inciuded... 

Ousl  AbbravkHlons 

Add  "AE"  iQ^ny  program 

GutI  Hoitm  Control 

Environmental  control  1X10) 

Guti  Symbol  S«l«ctor 

Locate,  view  & resize  pictures 
Guti  (shown) 


. talking  ICeybPqrd  (included) 

Superb  text-tprspeech  tool  ^ 
Include’s  speech  iynthVsizeri 
(Engl,Fren,Ger  Or  Spani?h.-LA) 
1 and  2 Svyitch  scanning  ' ' . 
I Learns  new  words  autbmati^Iy! 


2 Built-in  Switches 
,Un&Ri(rhln™.«hu«<mO 

OmI  Moo**  \ - . 
IrxtocMHIEEt  .^4 

Conned  to  - « ' 

Serial  Pi*n  |r 


$795 

Compiatcl 


Gus  Communications  Inc.,  P.O.  Box  4362,  Biaine.  WA  98231-4362 
Phone;(604)  279-0110  Fax:(604)  279-6474 


o 
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Circio  #36 

MAY  1995  / EXCEPTIOHH  PHREHf  ♦ 71 


Express 

= — ^ 

Medical  Supply,  Inc. 


Mcdkal 

Sup|3lies 


♦UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra  • Urocare  • United 

♦INCONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦WHEELCHAIR 

CUSHIONS 

Roho  • Jay 

♦SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


Call  for  a Free  Catalog 

80(^633-2139 


circi#  #ira 
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GO  GLOVES  & 

HALF  SLEEVES 

To  reduce  blistered 
hands  and  soiled 
and  worn  sleeves, 
young  wheelchair 
users  can  now  use 
these  waterproof 
gloves  and  detachable  nylon  sleeves. 
The  fingerless  push  gloves  are  fully 
adjustable  with  Velcro  fasteners  and 
come  in  red,  purple  or  black.  The 
washable  sleeves  adjust  to  fit  over  any 
garment.  Different  sizes  are  available. 
Wheelin’  Wear  Products^  Ontario, 
Canada  K9A4L3 

Circle  # 19S 


SWIGGLE 
DRINKING 
SYSTEM 

This  product  is 
designed  to  let  kids  get 
a drink  whenever  they 
want,  without  assis- 
tance. TOs  system 
consists  of  a large  plas- 
tic cup  which  is  mounted  upside  down, 
flexible  tubing  and  a drinking  control 
valve.  The  valve  s stem  toggles  in  any 
direction  and  can  be  activated  by  teeth, 
tongue  or  lips  to  allow  liquid  to  flow. 
When  m a resting  position,  the  stem 
forms  a tight  seal  to  prevent  leaks. 
Available  with  kits  for  mounting  on  a 
wheelchair,  sink  or  wall. 

Kojis  Drinking  Aides,  Waterford,  WI 
531854299 

Circle  #196 


DYNAVOX2 

These  augmenta- 
tive communica- 
tion devices 
come  with  a 
monochrome 
display 
(DynaVox  2) 
and  color 
display  (DynaVox  2c).  They  include 
infrared  technology  so  files  can  be 
transferred  between  computers  and 
so  users  can  access  televisions,  VCRs 
and  other  appliances.  These  six- 
pound  devices  have  memory  capabili- 
ties ranging  from  eiglit  to  20 
megabytes. 

Sentient  Systems  Technology, 
Pittsburgh,  PA  15203 

Circle  #197 


ECOTRACK 
TILES 

These  tiles  are 
designed  for  resur- 
facing wooden 
accessibility  ramps 
or  walkways  to  pro- 
vide a more  secure 
surface  for  wheel- 
chair tires.  The 
molded,  textured 
surface  needs  little  maintenance  and 
can  be  installed  and  used  in  almost 
any  weather.  These  non-toxic,  recy- 
cled plastic  tiles  have  drainage  holes. 
Bike  Track,  Inc.,  Woodstock,  VT  05091 
Circle  #198 


The  ABLEDATA  database  of  assistive  technology  and  rehabilitation  equip- 
ment contains  irforniation  on  more  than  20,000 prodvots  for  persons  of  all 
ages  who  have  a physical,  cognitive  or  sensory  disability.  Products  are  cho^ 
sen  for  this  page  by  the  ABLEDATA  sUtff  based  on  their  specific  applicability 
to  or  design  for  children  with  disabilities.  The  circle  numbers  are  to  be  used 
on  ExcemoNAL  Parent's  'Tree Product  8c  iTtformation  Card.*' Readers  can 
circle  a number  on  this  issue's  card  (page  63)  to  receive  more  information 
on  any  new  product  featured  above.  Please  aUow  three  to  four  weeks  for 
delivery  of  the  information. 

For  mare  information  on  assistive  devices,  or  to  submit  product  irtfor- 
j mationfor  the  database  ( and  possible  inclusion  on  this  page),  contact 
I ABLEDATA,  8455  Colesville  Rd,  Ste.  935,  Silver  Spring,  MD  209W-3319, 

I (800)  227-0216  (V/TTY),  (301)  588-9284  (V/TTY)  or  (301 ) 587-1967  (faa:). 
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Private,  501(c)(3) 
Nonprofit  Community 


“THEIR  CO»tSll)NnT...WIT^  OUR 
HELP”  Residential,  day,  and  eveni^ 
programs  and  services  for  adults  widi 
developmenuu  disabilities. 

• Paid  Vocational  TVaining 

• Visual  and  Performing  Arts 

• Dmly  Living/Lafe  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 


Combine  Technology  and  Family  Fun... 

...during  a week  of  exploration  and  learning! 

Have  you  ever  wished  for  time  with  your  special  needs  child 
and  your  family,  all  of  you  intensely  exploring  technology 
options,  with  your  own  personal  guide? 

RJ  Cooper  is  internationally 
known  for  his  contribution  to  Special 
Needs  Technology  and  his  hands-on 
work  with  children  with  severe- 
profound  disabilities.  Come  see  how 
your  child  might  benefit  from  state-of- 
the-art  technology. 

1-800-RJCooper  (InfoLine) 


RJ'S 

Tech-Weeks 

Available  year-round 
In  sunny  southern  CAI 
Options: 

Resort  Lodging 
Vacation  packages 
Dana  PT.  CA  92629 
Voice:  714-240-4853 
email:  rjcoop@aol.com 


rThe'-r 
Ai'borWay 
. Schcxil 


THE  ARBORWAY  SCHOOL 

A 24  hour  learning  experience 
which  provides  individualized  ser- 
\dces  for  multihandicapped  stu- 
dents. 

• 1:2  staff  to  student  ratio 

• clinical  consultants  on  staff 

• recreational  and  leisure  activities 

• vocational  training  & on-site  work 

• 12  month  program 

• ages  6 throu^  22 

Contact:  Carolyn  MacRae, 
Executive  Director 
Arborway  School 
147  South  Huntington  Avenue 
Boston,  MA  02130 


33rd  Year 


Children’s  Care 
Hospital  & School 

For  Children  wiUt  DisabiUties 
and  Their  FanUlies 


CHILDREN’S  CARE  HOSPITAL 
& SCHOOL  (formerly  Crippled 
Children's  Hospital  & School)  is  a 
private,  nonprofit  facility  serving 
over  1000  children  and  families  each 
year.  Individualized,  family-centered 
programs  available  throu^  day 
school,  outpatient,  outreach,  or  resi- 
dence. Pediatric  rehabilitation  pro- 
gram now  offered. 

Contact:  Nathan  Anderson 
Children’s  Care  Hospital  & School 
2501  West  26th  Street 
Sioux  Falls,  SD  57105-2498 
(605)  336-1840  or  (800)  584-9294 


RIC 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc. 

• 12-mo.  day/rosidential  programs. 

* 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)893-6000 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 
A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

2, 4, 8 wk.  sessions.  Highly  qualified 
staff.  33rd  year.  Free  brochure. 

Contact:  Bruria  K.  Falik,  Ph.D. 

Camp  Huntington 

66  Bruceville  Road 

High  Falls,  NY  12440 

(914)  687-7840/(914)  679-4903  winter 


TENNESSEE 


m 

CUfgcns 

SINCE  19N 


Tall  Pine  Camp  A special  place  for 
Special  Needs  Campers.  A co-ed,  six 
week  residential  Oimp  for  learning  dis- 
abled and  mild-MR.  k>cated  in  the  great 
Smokey  Mtns.  of  S.E.  Tennessee.  TV'o, 
three,  six  week  sessions.  Professional 
staff  and  nurse.  Provide  traditional 
camp  activities-equestrian  program 
-computer  program.Tvventy  sixth 
year.  FREE  BROCHURE. 

Contact:  Ron  & Cammie  Eydt 
Tall  Pine  Camp 
1 14  Tall  Pine  Circle 
Tellico  Plains,  Tennessee  37385 
(615)  261-2329  (615)  261-2138 


OAK  HHX  SCHOOL 

100  Years  of  Compassion 
Exceptional  people  deserve  excep- 
tional care.  CIB/Oak  Hill  Schcx)l  enters 
its  second  century  of  compassionate 
care  and  ground-breaking  education 
for  children  and  adults  with  severe 
developmental  disabilities. 

• Residential  living 

• Day  and  vocational  programs 

• Loving,  supportive  environment 

• Dedicated,  highly-qualified  staff 

CIB/Oak  Hill 

1 2(i  Holcomb  St. 

Hartford,  CT  061 12 
(203)  242-2274 
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CEPTIONAL 


Library 
S"  You  can  order 

Dmmmi 

any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


(Mdraiwith|! 

HI 

DisabUiUes 
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K&K,  LC&K  ' 
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Taking  Chasge 

Overcoming  the  Challenges 
of  Long-Term  Illness 
IPOLUN,  M,S.W,&S.K. 

Golwt,  Mj\, 

Designed  to  help  the  chronically 
ill  person  understand  whyyou’re 
feeling  the  way  you  do  and  to 
realize  that  your  emotions  are 
normal,  natural  and  predictable. 
Coming  to  terms  with  reality. 
RH1070D  $22.00 

Children  WITH 
Disabilties 
A Medical  Primer 
MX.  Batshaw,  M.D.  & 

Y.M,  Perrett,  MA. 

For  parents  and  professionals. 
Over  200  detailed  illustrations, 
an  extensive  glossary,  and  a 
section  on  syndromes. 
PB0710D  $29.00 


^D:I;1A8IU'TY.,  CERtRAL 


THEjEycEmovm 
Parent  1996  Resoukce 

Guide:  Directories  of 
\dtional  Organizations, 
Associations,  Products 


A valuable  reference  tool  for 

parents  and  professionals. 

; M.i'  ■.  '-'f-Mit 

EP102EP  $9.95 

' . I.-  ■ ■ -\^ 

Count  Us  In 

-■  ■T': 

Growing  Up  with  Down 

Syndrome 

J.  Kingsley'  & M.  LmTZ 

The  authors  .'ihare  their  inner- 

9 

most  thoughts,  feelings,  hopes 

L . . jm 

and  dreams,  their  lifelong 
friendship. 

H8073Dfi  $9.95 


The  Child  Who 
Never  Grew 

Pearl  Buck 

Brings  back  into  print  Buck's 
inspiring  account  of  her  strug- 
gle to  help  her  daughter  with 
mental  retardation. 

WB008MR  $14.95 


Planning  for 

THE  FimiRE 

Providing  a Meaningful  life 
for  a Child  with  a Disability 
g/ter  Your  Death 

Mark  Russell 

AP0240D  $24.95 


MMaatlna 


MEariv 

M intervention 


MCheltenges 
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CHILDREN 

EPILEPSY 


A OulJ. 


Meeting  Early 

Intervention 

Challenges 

Issues  from  Birth  to  Three 
Second  EMUon 
L.J.  Johnson  ETAL 
Guiding  professionals  and 
parents  through  changes  in 
early  inter\'ention  practice. 
PB095B  $30.00 


Making  School 
Inclusion  Work 

A Guide  To  Everyday 
Practices 

K.  Blenk  & D.L.  Fine 
The  excitement  and  the 
challenge  in  true  inclusion 
demands  imolvcment, 
imagination  and  dedication 
to  insure  its  goals.  This  book 
is  peppered  with  suggestions 
for  dealing  with  the  myriad 
of  challenges. 

BL104EO  $24.95 


Children  with  Epilepsy 
A Parents^ GvUde 
Edited  by  Helen  Keisner 
Chapters  on  diagnosis, 
medications,  dally  care,  family 
life,  advocacy,  and  special 
education. 

W&C180D  $14.95 


Feeling  Fit 

A Professionally  designed 
low  impact,  low  intimsity  aerobic 
excercise  program  for 
individuals  with  de\  elopmental 
disabilities. 

0010300  VIDEO  $24.95 
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The  Complete 
Directory  fob  People 

WITH  DiSABIUTIES 
Editco  by  L.  Mackenzie 
A one-stop  sourcebook  for 
Individuals  and  professionals; 
products,  resources,  books 
and  ser\ices. 

GH11500  $1^.00 


The  Illustrated 
Directory  Of 
DiSABHiTY  Products 
Edited  by  M.  Mace 
Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  providing 
customers  wdth  the  information 
to  make  the  best  decision. 
TP02600  $12.95 


Choices  in  DeA:'ness 
A Parentis  Guide 
Edited  by  Siie  Schwartz,  Ph.D. 
A clear,  thorough,  reassuring 
book  that  will  help  parents 
make  the  best  choices. 

Written  by  professionals  with 
frank  personal  accounts  by 
parents. 

WB02500  $14.95 
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FAIR! 


It  Isnt  Fair! 

Siblings  of  Children  with 
Disabilities 
Edited  by  S.D.  Klein 
& M.J.  Schleifer 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 
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The  Worst  Loss 
How  Families  Healfivm  the 
Death  Of  a Child 

How  do  families  sinvive 
the  worst  loss?  W^hat  iielps 
people  heal?  What  barriers 
are  there  to  healing,  and  what 
will  break  down  those  barri- 
ers? 


HH1020D  $25.00 


Differences  in  Common 
straight  Talk  on  Mental 
Retardation,  Down 
Syndrome,  and  L(fe 

Marilyn  Trainer 
Collection  of  essays,  with  can- 
dor and  humor,  brings  a fresh, 
candid  outlook  to  the  chal- 
lenges, hopes,  and  fears  of 
family  life, 

W8009MH  $14.95 


DOWN  SYNDROME 


Down  Syndrome 

A Reaource  Handbook 

Edited  by  Cabol  Ti.ngey 
This  book,  written  for  both 
families  and  clinicians,  is  per- 
sonal in  approach  and  direct 
in  style.  It  discusses  with 
compassion  and  knowledge 
the  genetic,  medical,  social, 
and  family  aspects  of  Down 
syndrome. 

PE050DS  $22.00 

Babies  With 
Down  Syndrome 

A Parents*  Guide 

Ed.  by  Karen  Stkay-Gundersen 
The  complete  guide  for  new 
parents  of  babies  with  Down 
Syndrome.  Written  by  profes- 
sionals and  parents,  this  book 
covers  evei^hing  new  parents 
need  to  know. 

WBOIOMR  $14.95 


Down  Syndrome: 

An  Introduction 

Cuff  Cunningham 
A comprehensive  and  well 
organized  work  for  parents  of 
babies  and  children.  Answers 
to  countless  questions. 
BL068D$  $12.9$ 


INJURY 


Hsao  Injuky  And 
The  Family 
A I4fe  And  living 
Perspective 

A.E.  Dell  Orto  & P.W.  Powtr 
Focuses  both  on  how  the  fam- 
ily can  adjust  and  survive  the 
trauma  related  to  head  injury, 
as  well  as  become  a partner  in 
the  treatment,  rehabilitation, 
and  adaptation  process. 
GR1090D  $29.95 

When  Young  Children 
ARE  Injured:  fom/Ues 
as  Caregivers  in  Hospitals 
and  at  Home 
J.  Haltiwanger  & M.  Lash 
A book  about  the  family’s  role 
in  caregiving  when  a young 
child  Is  li\jured. 

EP085ML  $7.50 

(Includes  shipping  charges) 


When  Your  Child  Goes 
TO  School  After  AN 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

BH)06ML  $7.50 

(Includes  shipping  charges) 
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When  Your  Child  is 
Seriously  Injured 
The  Emotional  Impact 
onFamiiies 

Marilyn  Lash 

Topics  Include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  sibUrgs,  and 
coping. 

EP0G5ML  $4.50 

(Includes  skipping  charges) 
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ACCESS  Travel  U.S  A 

A Directory  For  People 
mthDisamties 

C.H.  Cremona 

You  will  find  names,  addresses, 
phone  numbers,  dimensions, 
quantities,  and  descriptive 
information  in  an  easy  to  use 
chart  format. 


CC106TR  $19.9$ 


Great  American 
Vacations  for  Travelers 

WITH  DISABIUTIES 
A Fodors  Vacation  Planner 

With  complete  accessibility  infor- 
mation on  hotels, 
restaurants  and  attractions. 

RHIOSTR  $18.00 


The  Travelin’ 

Talk  Directort 

The  uidmaier  directory  of 
resources  providing  assistance 
totrav^erswUhdiaabiiities. 

Includes:  Names,  locations,  tele- 
phone numbers  of  all  800-»-  mem- 
bers, specific  problems  addressed, 
travel  & tour  agencies,  hotels, 
rental  info.,  other  organizations. 
RC0760D  $47.50 


. CHILDREN’S  BOOKS. 


Pricess  Pooh 
K.M.  Muldoon, 

Illustrated  by  L.  Shute 
A sibling  secretly  dubs  her  sis- 
ter ‘Princess  Pooh,’  because  she 
sits  on  her  throne  with  wheels’ 
and  gives  orders,  until  she 
takes  the  wheelchair  out  for  a 
spin.  An  honest  look  at  some 
universal  feeling 

AWllOOD  $13.95 

■ A Cane  in  Her  Hand 

AB.  LiTCHFlEli), 
IujubtraiedbyEMill 
A great  book  to  help  children 
who  are  not  physically  disabled 
understand  those  who  are. 
AWlllBL  $13.95 


Howie  Helps  Himself 

J.  Fassler,  Pictures  by  J.  Lasker 
Designed  to  help  the  child  with  a 
disability  and  the  sibling  identify 
with  some  of  the  joys,  stresses 
and  strains  of  a disability. 
AW112PD  $13.95 

Fm  Deaf  AND  I'FS  Okay 

L.  Aseltine,  E.  Mueller  & 
N.TwTjPiciiiRESByH 
Goosncherky 

How  this  little  boy  copes  with 
the  {lustrations  of  deafness  at 
play  and  at  home. 

AW114DF  $11.95 

rMlHERGStelERNOW 

M.  BtoERT,  lUlBIRAIH)  BY  G.  OABB 
How  the  loving  care  of  family 
and  friends  can  influence 
and  benefit  the  quality'  of  life 
for  mentally  and  physically 
disabled  children. 

AW113SI  $13.95 
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Signing  With 
My  Sister 

by  Preston  Timperlake 


. p:tir.ing.  t4:)ail,gamGs, 

^bros$J lie  field  ‘ . 

V’*cduidn't  .hear  the  coach.  ' ' 


Mi 


y sister,  Genelle,  is  deaf.  I communicate  with  her 
by  using  sign  language  and  by  talking.  When  her 
hearing  aids  are  off,  or  if  there  is  any  noise,  talk- 
ing doesn’t  work,  so  I use  sign  language.  Using  sign  language  is  lots 
of  fun  because  you  don’t  have  to  talk. 

Genelle  has  deaf  and  hearing  Mends,  and  s<.  do  I.  Daniel,  my  best  Mend,  who  lives  in 
Virginia,  has  a sister,  Kristie,  who  is  also  deaf.  Sometimes,  Genelle  calls  Kristie  on  the  TTY.  We 
all  got  together  last  year  at  the  American  Society  for  Deaf  Children  convention  in  Florida 
I have  been  teacliing  some  signs  to  my  kindergarten  class.  My  Mends 
eryoy  communicating  with  the  signs  they  have  learned.  When  I sign  with  my 
hearing  Mends,  they  try  to  guess  what  I am  saying.  When  they  ask  how  I 
learned  to  sign,  I say,  “I  learned  it  from  my  sister,  Genelle.  My  sister  is  the 
only  deaf  person  in  my  family.  I can  sign  to  her  anytime  I want.” 

Last  year,  Genelle  and  I played  on  the  same  T-ball  team.  Sometimes  I signed 
to  tell  her  what  otlrer  people  were  saying.  During  the  games  we  signed  across 
the  field  because  Genelle  couldn’t  hear  the  coach.  That  made  me  feel  happy 
because  I was  sigiring  to  Genelle,  and  she  is  one  of  my  best  Mends. 

My  mom  is  president  of  the  American  Society  for  Deaf  Children.  She  teUs 
a lot  of  people  how  important  it  is  to  be  able  to  communicate  and  to  under- 
stand what  people  are  talking  about.  All  the  people  in  our  family  can  sign, 
even  my  little  sister,  Erin.  She  can  sign  “milk”  and  “Dad”  and  a few  other 

wwds.  Oirr  baby-sitter  is  also  deaf.  We  com- 
municate with  her  by  signing,  not  talking.  We 

sign  together  when  she  reads  me  stories.  She  teUs  me  I think 
like  a deaf  peison,  and  I Uke  that!  EP 


Preston,  6,  attends  kindeiyarten  at  Wilson  Elementary  School 
in  Corpus  Ckristi,  Texas.  He  lives  in  Corpus  Christi  wHk  his 
sisters,  Genelle,  8,  and  Erin,  4,  and  his  parents,  Roger  and 
Benna.  He  loves  to  play  soccer,  baseball  and  computer  games. 

Genelle,  who  was  born  profoundly  deaf,  is  a third-grader  at 
St  James  Episcopal  School,  with  support  from  a sign  inter- 
pr-eter  and  a teacher  certified  in  deaf  education 


rtie  ChiWfen's  Page  welcomes  contributions  from  children  with  disabilities  and  their  siblings.  Be  creativel  Send  your  stories,  photos  and  artwork  to:  CWWren’# 
I Pagt,  Excefjtional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  02146-5005. 

V ■ 


Hold  onl  Genelle  was  intenvpted  while  using 
the  TTY  during  a phone  conversation  with  a 
friend. 


Siblings  Preston,  Genelle 
and  Erin  wave  to  the  camera 
two  years  ago.  Everyone  iri 
the  family  has  learned  sign 
language. 
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HM6BILnY, 


PROG  R A M 


Maintain  your 
daily  independence  through  the  General  Motors 
Mobility  Program  for  Persons  with  Disabilities. 

It  starts  with  a toll-free  call  to  our  GM  Mobility 
Assistance  Genter.  We'll  identify  your  local  driver 
assessment  centers,  list 
vour  area's  installers 
of  adaptive  driving 
devices  or  vehicle  modi- 
fications and  suggest 
which  GM  cars  and 
light-duty  trucks  might  work  best  for  you. 

Next,  whether  you  buy  or  lease  a new  GM 
vehicle  or  dealer  demo  model,  we'll  reimburse  you 
for  the  cost  of  adapting  it-or  for  the  reinstallation 
of  vour  own  adaptive  equipment-up  to  $1000. 
Qualified  customers  can  finance  the  cost  of  the 

(Koimbursomcnl  k»r  leased  vehicle  adaptation  available  only 
upon  lessor's  approval  to  adapt  vehicle,) 


vehicle  and  any  modifications  through  GMAG  in  a 
single  transaction  at  participating  dealers. 

The  people  at  GM,  and  GM  dealers  nationwide, 
know  how  important  mobility  is  to  your  e\  eryday 
life.  Gall  us  today.  Or  contact  your  Ghevrolet, 
Pontiac,  Oldsmobile,  Buick,  Gadillac  or  GMG 

Truck  dealer  and  find 
out  how  the  General 
Motors  Mobility  Program 
can  help  make  every 
day  Independence  Day 
for  you. 

Call  toll-free:  1-800-323-9935 
(TDr  users:  1-800-TDD-9935) 

Reimbursement  of  adaptation  costs,  up  to  $1000 

Financing  available  through  GMAC 

Information  on  driver  assessment  centers  and 
adaptive  equipment  installers 

Free  resource  video,  "On  The  Move  Again" 

24-hour  Roadside  Assistance 
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You  asked  for 
a change  in  augmentative 
communication.  One  that  will 
help  build  a better  future  for  those 
witli  speech,  learning  and  physical  disabilities. 
And  we're  pleased  to  announce  that  change 
has  come.  Introducing  the  DynaVox  2 family  of 
augmentative  communication  devices. 

Smarter.  Lighter.  More  flexible.  With  built-in 

environmental  control,  wireless  computer  access,  8 or  20 

megabytes  of  memory,  and  your  choice  of  monochrome 
^ or  color  display.  All  at  a very  affordable  price. 

And  that's  only  the  beginning. 

Because,  we're  also  pleased  to  introduce  DynaVox  2 
Software  for  DOS  and  Macintosh.  Now  you  can  turn  your 
computer  into  an  augmentative  communication  device  to 
easily  program  and  transfer  files  between  DynaVox  2 devices 
and  your  computer  - without  taking  away  a child's  unit. 

DynaVox  2.  It's  the  kind  of  change  that  can  make  a 
difference  in  people's  lives.  A change  we  can  build  on 
together,  to  create  a whole  new  era  in  the  freedom 
and  power  of  speech. 

If  you'd  like  to  know  more,  please  give  us  a call 
at  1-800.344-1778. 
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Cover:  Unified  Sports  competition, 
in  which  athletes  with  and  without 
mental  retardation  play  on  the 
same  teams,  was  first  introduced 
at  the  199!  international  Special 
Ofympics  Summer  Games  with 
three  sports  and  100  athletes.  Just 
four  years  later,  the  1995  Special 
Olympia  World  Games,  held  July 
1-9  in  New  Haven.  Connecticut, 
will  feature  Unified  competition 
involving  more  than  1,000  athletes 
and  a sports.  Read  more  about 
Unified  Sports  in  this  issue, 
beginning  on  page  56.  Photo: 
Special  Olympics  Unified  Sports. 
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Congratulations,  Special  Otympics! 

In  1968,  the  first  International  Special  Olympics  Games  were  held  in  Chicago.  One 
thousand  athletes  with  mental  retardation — from  26  states  and  Canada — crompeted  in 
track  and  field,  floor  hockey  and  aquatics.  This  summer,  from  July  1-9,  at  the  ninth 
Special  Olympics  World  Summer  Garries  in  New  Haven, 

Connecticut,  more  than  7,000  atliletes  from  some  140'plus  coun- 
tries will  compete  in  21  sports! 

The  Special  Olympics  success  story  is  like  so  nrany  others — a 
story  of  the  ways  parents,  family  members,  people  with  disabilities 
and  advocates  have  changed  the  world  for  people  with  disabilities, 
their  families  and  their  communities.  When  Eunice  Kennedy  Shriver 
started  a sununer  day  camp  for  cluidren  and  adults  with  mental 
retardation  and  encouraged  their  participation  in  a variety  of  sports 
and  physical  activities,  many  people  considered  her  efforts  ‘"unreal- 
istic.” When  you  watch  the  Games  tliis  summer,  in  person  or  on 
television,  or  read  about  the  Games  in  the  media,  think  about  that  word — ^“unrealis- 
tic”— ^and  how  often  we  still  hear  it  used  in  reference  to  individuals  with  disabilities. 
Thankfully,  leaders  like  Mrs.  Shriver  and  others,  whose  names  are  not  so  well-known, 
have  pursued  theii*  visions  and  made  dreams  become  “real.” 

Special  Olympics  has  also  been  open  to  change.  As  “inclusion”  entered  our  vocabulary, 
Special  Olympics  initiated  “Unified  Sports.”  See  our  report  in  this  issue. 

Recreation 

As  tins  issue  illustrates,  recreation  includes  a niunber  of  activities.  In  the  past,  many 
children  and  yoimg  adults  with  disabilities  were  discouraged  from  pursuing  recreation- 
al activities.  Some  well-meaning  people  feared  that  an  individual^  self  esteem  might  be 
irreparably  damaged  by  his  or*  her  inability  to  “keep  up”  with  peers  in  competitive 
activities.  Fortunately,  we  are  now  learning  tliat  all  people  can  eryoy  active  participa- 
tion, even  when  their  own  talemts  in  an  activity  may  be  limited.  For  generations,  many 
people  have  eryoyed  watcliing  star  athletes  perform  without  feeling  badly  about  their 
own  more-average  aUiletic  al)ilities.  Nonetlreless,  it  seems  many  have  needed  to  see 
the  success  of  programs  like  Special  Olympics  to  ajrpredate  the  value  of  participation. 

Talking  about  disabilities 

Most  parents  will  agree  that  it  is  helpful  to  talk  about  children's  disabilities  with 
them.  But  it  is  not  an  easy  task  and  there  are  few^  guidelines.  As  usual,  however, 
when  we  asked,  our  readers  came  througlr  to  share  their  ideas  on  tlris  topic.  You  can 
read  some  of  their  stories  in  this  issue. 

Planning  ahead 

In  1996,  we  will  mark  ExcejAional  Parent's  25th  anniversary.  As  we  began  planning 
for  this  milestone,  we  welcome  suggestions  from  readers — ideas  for  “special  features” 
to  include  in  an  anniversary  issue,  as  well  as  ideas  for  our  1996  editorial  calendar.  Be 
creative — no  suggestions  will  be  considered  unrealistic! 

Special  advertising  supplements 

This  is  the  se<‘ond  issue  in  1995  that  includes  a special  advertising  supplement.  When 
we  collaborate  with  companies  on  these  types  of  projects,  it  is  because  we  ai*e 
confident  that  their  progianis  or  products  are,  in  fact,  speciiil.  In  Apiil,  the  Rifton 
Company  spoi^ored  a report  about  the  MOVE  program.  In  tliis  Issue,  The  Maryland 
describes  Abilities  Plus,  its  new  automobile  and  homeowners  iasurance  programs 
tliat  were  specifiailly  designed  for  indivkliuils  witJi  dis<il)iliUcs  uikI  their  faniili(\s. 

We  are  pleased  that  Uie  Abilities  Plus  progimn  is  spoiisoiing  the  distribution  of 
hlxrcptional  Paxvnt  at  the  Six'cial  Olympics  World  Summer  Games.  We  look  forward 
to  meeting  nuuiy  of  our  readers  at  the  Games  mid  Joining  them  in  cheering  for  the  ath- 
letes and  volunteers  from  througliout  the  world. 
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Outcomes:  Posture,  functioii,  aiid  irigpRty  improved. 

Comments:  Bobby  shows  greater  endurance  and  activity  in  the 
GS  Cushion  and  Back. 

FoilpW'Up:  Adjustments  wiii  be  easy  to  make  as  Bobby  continues  to  grow 
and  develop. 

Jty  GS:  SImpie,  cost-effective  children’s  seating. 
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Mental  Retardation?  ! 

Last  week,  I picked  up  a copy  of  i 
Except  ional  Pa  ren t at  my  son’s  j 
school.  As  I glanced  through  the  ] 

magazine,  the  words  “mental  retar-  ! 
dation”  stood  out  on  a page  in  the  j 
Exceptional  Parent  library  listings. 

I found  this  phrase  to  be  very 
offensive. 

I have  a child  who  is  botli  physical- 
ly and  mentally  impaired.  “Impaired” 
seems  to  be  a very  accepted  word 
and  sounds  much  nicer  than  “retard- 
ed.” I think  the  editors  should  consid- 
er this  and  change  this  category  of 
books  to  “Mental  Impairment.”  I 
know  this  would  make  the  magazine 
more  appealing  to  me. 

K.S.,  Mickigan 

Editor's  Note:  Tfieie  are  no  uni-  ! 

fcnmly  acceptable  teiins  for  many  j 

kinds  of  disabilities.  Fcnernost,  how-  j 
evei\  we  are  advocates  of  using  '^peo- 
ple first"  language — that  is,  always  \ 

'ivfemng  fiist  to  the  child  or  adult,  \ 
then  to  the  disability  (for  eamnple,  \ 


“a  child  with  epilepsy not  **an 
epileptic  ch ild.  ” In  keepi ng  w i th  th  is  | 
peispective,  we  do  not  use  ^disabled"  j 
or  '^vta ided " or  ‘V mpaiied"  as  a \ 

noun  (suck  as  refening  to  ''the 
needs  of  the  disabled").  I always  try 
to  speak  this  way  as  well  even 
though  it  can  sound  awktvaid  at 
times. 

/ prefei'  to  use  the  tetm  "niental 
retaidation, " mther  than  "'mental 
impairment," because  it  is  impor- 
tant to  make  a clear  distinction  that 
mental  ivtardation  and  mental  ill- 
ness are  two  different  disabilities. 

The  tenn  '^nental  impaitment"  does 
not  make  this  distinction  dear. 

While  some  people  have  both  mental 
ivtaidjation  and  mental  illness,  most 
people  with  mental  retaidation  are 
not  mentally  ill.  Similatiyy  most 
people  with  mental  illness  are  not 
mentally  retaided.  People  with  both 
disabilities  have  suffered  because 
the  general  public  lacks  information 
about  this  distinction. 

Thete  a re  also  some  pa  ren  Is  a ml 


(nvfessionals  who  do  not  believe  we 
I should  use  any  labels — believing 
j that  any  label  can  lead  to  discrimi- 
1 nation.  Sa  *ly,  that  is  sometimes 
hue.  Howeve)\  / believe  that  "labels" 
can  also  lead  to  gteate)' undeistand- 
Ing  of  individual  differences,  and 
can  help  family  membeis  and  people 
with  disabilities  connect  tviih  one 
another. 

S.D.K. 

Epilepsy — Ketogenic  Diet 

I’m  writing  to  express  my  disappoint- 
ment in  the  March  1995  issue  of 
Exceptional  Parent,  which  focused 
so  much  attention  on  epilepsy  with- 
out even  mentioning  the  ketogenic 
diet. 

Our  three-year-old  son,  Ben,  began 
having  seizures  at  10  months  of  age. 
These  were  diagnosed  as  infantile 
spasms.  Even  after  two  courses  of 
ACTII  (adrenocorticotiopic  hor- 
mone) and  trials  of  every  anticonvul- 
sant in  every  possible  combination, 

I Ben’s  seizures  continued  to  worsen. 

continued  on  page  S 
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Aoui^  ^ ^ out  to  parents 
Dtutiun  of  children  €uui  young  adults 
with  disabilities  and  special 
health  care  needs  and  to  the 

ptvfesikmts  vcho  serve  families 


I"  7b  empower  parents  and 
professionals  by  providing 
practical  information  and 
emotional  support. 


E0ITOKUI  Advisoky  Bonn 

LISA  BLUMBERG,  J.D.,  Corporate 
Attorney,  Aetna,  Hartford,  CT 
T.  BERRY  BRAZELTON,  M.D.,  Clinical 
Yrofetsor  Emeritus  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 
CHARLENE  BUTLER,  Ed.D,  President. 
American  Academy  for  Cerebral  Palsy 
and  Deveiofxnental  Medicine, 

Rosemont,  IL 

FRANCES  f.  CONNOR,  E4.D.,  Pn>«^ 
Fmerita.  Spedai  Education,  Columbia 
UnnetsKy  Teachers  Coicfee.  New  YorR,  NY 


ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children’s  Hospital,  Boston,  MA 
EU  FACTOR,  D.M.Dn  Parent.  President, 
Wheelchair  Motorcycle  Association, 
Brockton,  MA 

MURRAY  FEINGOLD,  M.D.,  Physician- 
in<Chief,  National  Birth  Defects  Center, 
Waltham,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  A WORLD  OF 
DIFFERENCE  Institute,  Anti-Defamation 
League,  Boston,  MA 
BRUCE  M.  GANS,  M.D.,  President, 
Rehabilitation  institute  of  Michigan, 
Detroit,  Ml 

SOL  GORDON,  Pli.D.,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 
STANLEY  L GREENSPAN,  M.D., 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
Washington  Universi^  Medical  School. 
Washington,  DC 

HERBERT  J,  GROSSMAN,  M.D., 
Professor  of  Pediatrics,  Neurology,  and 
Psychiatry,  Univ.  of  Michigan  Medical 
Center,  Ann  Arbor,  Ml 
DAVID  HIRSCH,  M.D.,  Ptioenix 
Pediatrics,  Phoenia,  AZ 
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GOODWIN  D.  KATZEN,  Fonner 
Executive  Director,  Rockland  County 
Center  for  the  Physically  Handicapped, 
Pomona,  NY 

SUSAN  M.  KLEIN,  Ph.D„  Professor 
of  Special  Education,  School  of 
Education,  Indiana  University, 
Bloomington,  IN 
DINALOEBL,  Ed.D.,OTR, 

Assodate  Professor,  Department 
of  Occupational  Therapy,  School 
of  Education,  New  York  University, 

New  York,  NY 

EDWIN  W,  MARTIN,  Ph.D„  President 
Emeritus,  National  Center  for  Disability 
Services,  Albertson,  NY 
JAMES  MAY,  MJL,  M.Ed„  Project 
Director,  National  Fathers’  Network, 
Bellevue.  WA 

JEANB,McGR£W,Ph.D„ 
Superintendent,  Glenbrook  School 
District  1225,  Glenview,  II 
EDWARD  NEWMAN,  Ph,D„  Professor, 
Temple  University  School  of  Social 
Administration,  I^Uadeiphia,  PA 
BETTY  PENDLER,  M.S.,  Parent, 

Member,  New  York  Stale  Developroental 
Disabilities  Hanning  Council,  New  York.  NY 
STEVEN  P.  PERLMAN,  D.D.S., 
M.Sc,D.,  Assistant  Clinical  Professor. 
Boston  University  School  of  Dentistry, 
Boston,  MA 


HARVEY  PRESSMAN,  President, 
Corporation  for  Opportunity  Expansion, 
Newton.  MA 

SIEGFRIED  M.  PUESCHEL,  M.D., 
Parent.  Prof,  of  Pediatrics,  Brown  Univ. 
School  of  Medicine,  Providence,  R1 
PEGGY  MANN  RINEHART,  B JL,  Parent. 
Director  of  Communications,  Center  for 
Children  with  Chronic  Illness  and 
Disability,  University  of  Minnesota, 
Minneapolis,  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston.  TX 
HARILYN  ROUSSO,  A.C.S.W.,  Director. 
Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  MJL,  Director, 
Child  Life  E)ept,  Rhode  Island  Hospital, 
Providence,  Rl 

HOWARD  SHANE,  PI1.D.,  Director, 
Communications  Enhancement  Center, 
Children’s  Hospital,  Boston,  MA 
CAROL  TINGEY,  Ph.D„  Parent. 
Psychologist,  University  of  Uuh 
Hospital,  Sait  Lake  City,  UT 
HAROLD  TURNER,  D.D.S., 

Associate  Professor,  Retired.  School  of 
Graduate  Dentistry.  Boston  University, 
Boston.  MA 
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lind  H\e  r t 
■rledt^Sdre; 
proressjohals 
answer  to  ;: 
safety. 

ProtectaCap^'  is  ideal 
for  post-surgery  end 
therapeutic  activities. 
ProtectaCap  is  made 
with  proven  shock- 
absorbent  Ensolite® 
foam  which  helps  to 
prevent  injury  by 
obsorbing  the  impact 
of  a blow  or  fall. 
ProtectaCap's  unique, 
expandable  design 
provides  a 

comfortable,  custom  fit 
for  each  child  under 
six  years  of  age. 

And  ProtectaCap 
weighs  only  three 
ounces. 

Tested  by  safety 

I engineers, 

ProtectaCap  rates 
"excellent"  in  shock 
absorption.  It  replaces 
hard  plastic  by 
eliminating  v/eight, 
heat,  bacteria  and 
discomfort, 
lifrte  heads  are 
secured  quickly  with  a 
convenient  Velcro'*' 
closure.  And 
ProtectaCap  is  fully 
machine-washable. 
ProtectaCap  is  cute, 
colorful,  and  adds  to 
the  self-esteem  of  any 
! child  requiring 
j headgear. 


50.  hod  o li 


1^  nice;  W 


ufl  of  her 


• 4 4^hc  heufp jur|j^&n  iov^y  Pfjbtd^a^pj  He 
t With  the  ppth^t  oftertrohldt  “surgery.^ ^ 

y ix 

|vV  ^ ^ ^PrptectaCdp  Is  tl^o  best  tfetnd  in, ttic  y«^dl  It's  so 
y V Xbrnfbrtciy^-  doesn't  take  It  off  j>er  head  tike  the 
; offier,bh^.  It  rtwlly  pirotects  her.  And  itVso  cute^ 

, ' At.  ftwent^  Lombopd.  lL 

^ ; iiyoMf  ProtectaCap!  ore  colorful  6n^  offer  many  good 

recommend  therri  to  our 

families.  P?  : Oiik^'t  PWtecMpAjo,  M 

.3  ■ ..'  ••  ■ ■ • ■ 

: 44My  daughter  has  a shunt  in  her  head. 

V'  ProtM^Cap  protects  it  really  well.  It's  wondorfu|.>5 
^ C VofM^f  ^ar$M,  diiUngbam,  WA 
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Order  Now-Call  TOLL  FREE 

rises  inc  t-800-321-PtUM 

or  Fax  your  order  to  (610)584-4151 


^ACCEPTED,  OVERNIGHT  DELIVERY  AVIMIABIE 

$72.95,  plg»  $7.95  S/H. 
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The  new  lightweight  and 
highly  maneuverable  LI'l 
Excelerator,^  from  Top  End 
by  Action,  has  been  de- 
signed and  built  especially 
for  younger  riders  and  Is  available  in  12"  or  14"  seat  widths  and 
heights.  The  super  smooth,  3-speed  shifter  is  positioned  within  easy 
reach.  The  Sturmey  Archer  3-speed  hub,  with  coaster  brake,  lets 
you  back  up  without  shifting.  Oval-tube  Chrome-moiy  frame 
construction,  with  adjustable  seat  and  upholstery,  makes  transfers 
In  and  out  easy  too. 

Clear  chain  guard 


Adjustable  back 
and  seat 


Adjustable  tension 
upholstery  with  2^ 
cushion 


Easy-to-reach, 
3-speed  shifter 


20'  performance  Custom-built,  oval-tube  Adjustable  dual 
wheels  with  4130  Chrome-moly  frame  footrests  with 
knobby  tires  safety  straps 

TOP  END  by  Action,  4501  63td  Circle  No.,  Pinellas  Park,  FL  34665 
TEL:  (81 3)  522-8677  • FAX:  (81 3)  522-1 007  • TOLL  FREE:  (800)  532-8677 
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From  the  best-selling  author  of  If  You  Could  See  What  I Hear 

5^ecial  Parent, 

5^ecial  Child 


% 


Parents  of  Children  with  Disabilities 
Share  Their  Trials,  Triumphs,  and 
Hard-won  Wisdam 


.hrough  interviews  with  six  families,  Tom  Sullivan 
examines  a wide  range  of  concerns  confronting  parents  of 
children  with  disabilities.  This  rare  glimpse  into  the  lives 
of  exceptional  parents  who  struggle  daily  to  make  a differ-,  ^ 
ence  in  the  life  of  a child  with  a disability,  explores  parental 
hopes  and  dreams,  heroism  and  disappointments,  and  suc- 
cesses and  failures.  Here’s  a book  |;hat  will  help  all  spei:^ 
parents  fulfill  their  cl^lenging  role.  Available  in  book- 
st<n^  O' through  Exceptional  Pareni  Library 

l3|ir|  JtMBfciV  P.  Takchbk^  Iko. 

A Mi&irtifc  ijiTftre  l^rNAM  Buua.BT 


er|c 
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Evoyone’s  A \^^ar! 

Special  Olympics  makes  winners  of  everyone  — athletes,  their  families, 
loved  ones  and  supporters.  At  I'he  Maryland  Insurance  Group, 
we're  punid  to  salute  these  Champions  of  the  World, 

Abilities 


Caring  for  your  niMiis. 


A nHimbei  ol  the  worldwide  (S)  Zurich  Insurance  Group 


CIrclr  #131 


LETTERS 


continued  from  page  4 
He  was  finally  diagnosed  with 
Lennox-Gestaut  syndrome. 

Ben  experienced  tonic,  tonic- 
clonic,  atonic  (drop  attack), 
myoclonic  and  atypical  absence 
seizures — more  than  100  seizures 
every  day.  His  EEG  (electroen- 
cephalogram) was  profoundly  abnor-  I 
mal.  Ben  was  also  becoming  increas-  | 


ingly  withdrawn,  lethargic  and 
delayed,  and  was  developing  many 
autistic-like  behaviors. 

The  doctors  held  out  little  hope  of 
ever  getting  our  child’s  seizures 
under  control.  Through  a friend — 
one  I made  as  the  result  of  a Sea7vh 
letter — ^we  heard  of  the  ketogenic 
diet  Having  no  other  course  of  treat- 


Before  ilieji  eieii  get  to 
tlieripji.  oir 

gitioDti  go  tfiroogb  o eitgl 


Dornigg  eiercite. 


Getting  dressed  may  be  a typical  routine  in  most  households,  but 
not  in  a typical  hospital.  Yet  at  Health  Hill,  we  do  things  differently. 
When  children  come  here  for  rehabilitation  after  a serious  head  or 
spine  injury,  they  receive  an  intensive  therapy  program  and  the 
best  medical  and  nursing  care  to  help  them  relearn  how  to  use 
weakened  muscles.  That  may  include  helping  a child  relearn  a 
basic  skill  like  getting  dressed.  Because  when  children  ore 
dressed  in  their  favorite  dethes.  they  feel  a little  better.  And  that  can 
actually  help  them  get  better.  Health  Hill  Hospital  For  Children.  2601 
Martin  Luther  King  Jr.  Drive.  Cleveland.  OH  ^4104.  216-721-5400. 


Hilm.tm  Hill  Hc^spital  For  CHimRLN 


childn-n  fed  bdfer  wMv  they  ft  i^dtiro  bdU  f 
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ment  left  to  try,  we  decided  to  inves- 
tigate it 

On  November  1, 1994,  our  son  was 
admitted  to  the  hospital  and  placed 
on  the  ketogenic  diet  Within  two 
weeks,  he  was  seizure-free  and  off  all 
his  medications.  On  Febniary  21, 

1995,  Ben  had  an  EEG — ^and  the 
results  were  normal!  Even  his  neurol- 
ogists were  amazed. 

It’s  been  more  than  six  months 
since  Ben’s  last  seizure  and  I feel  I 
must  share  this  with  others.  We  are 
very  lOrtimate  that  this  treatment 
was  available  to  us,  and  I know  there 
must  be  other  children  who  may 
benefit  from  this  diet. 

Ben  is  still  quite  delayed,  but  is 
making  steady  progress.  Most  impor- 
tantly, he  is  happy  and  safe.  That’s  all 
we  ever  wanted,  really.  The  keto- 
genic diet  was  the  light  at  the  end  of 
a very  long,  dark  tunnel. 

Z>.S.,  New  Yoiic 

Editor's  Note:  The  Epilepsy 
Fouyidation  of  Ametica  (EFA) 
stivsses  that  the  ketogenic  diet — a 
very  restrictive  kigh-fat,  low-pyvtein 
and  -caytohydrate  regimeyi — is  iyi 
no  ivay  a 'dodt-yourselT  treatment. 
Tlte  diet  ynust  be  initiated  in  a hos- 
pital sett  mg  undey^  medical  supervi- 
sion aytd  followed  styictly  theyeajley\ 
with  fyvqueyit  ynedical  checkups. 

EFA  yiotes  that  following  the  diet 
yequiyes  a tiidy  dedicated  team  of 
health  pyvfessionals  and  family 
meyyibeys. 

The  Johns  Hopkins  KEnxiENic 
Diet  Facisueet  explains  that  the 
diet  has  typically  been  used  yvith 
children  who  have  uyicontyvlled 
yn yoilon  iCy  ato n ic  and  ton  ic-clon  ic 
seiznyvs.  Some  studies  suggest  it  is 
less  ejfective  for  payiial  or  focal 
seiznyvSy  orforabseyweorpetit  yy\al 
.scizinvs.  IIowevey\  it  is  iyyijxjssiblc 
to  predict  which  childreyi  will  e.ipc- 
yience  seizuy'c  contyol  with  the  diet; 
ynayiy  studies  sugge.st  that  yyiore 
than  50  percent  of  child  yxm  with 
u y icon  trolled  seiznyvs  will  be  helped 
considembly. 
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motoring 


Ford  Mobility  Motoring 
Adds  More  To  Lifes  Rewards! 


Ford  Motor  Company  understands  that  a physical 
disability  doesn’t  mean  life  can't  be  rewarding.  For 
many,  there’s  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  ccmes  from  driving. 

That’s  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1 994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that’s  why  the  Mobility  Motoring  Program 
was  created  ...  to  make  adapting  your  new  Ford  or 
Lincuifi-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call.  You’ll 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger  equipment.  There’s  nothing  for  you  to  send  in ... 
and  there’s  no  waiting  for  your  check! 

You’ll  also  receive  a complimentary  Ford  Cellular 
Telephone^  and  Roadside  Assistance^  for  the 
duration  of  the  bumper-tO'bumpcr  limited  warranty. 


MOBIUTY, 
MOTOR) 

PROGRAM 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-962-2248  (for  TOD  users: 
1*8QQ-TBD-0312).  You’ll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


INFORMATION  YOU  NEED ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■ friendly  toll-free  and  special  "TOD"  information 
lines  to  answer  you'  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a "prescription"  for  your  vehicle’s  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all.  you  get  Ford  Motor  Company’s  products 

and  services.  A Company  where  quality  and  service 

arealgraysVobir 


FrMlIUMtylfUtariiSViM 

This  video  shows  how  easy  it  is  to  open  Ihe  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
have  learned  that  the  process  is  really  simple.  You’ll 
also  see  how  Ford  products  adapt ...  for  versatility, 
convenience  and  just  plain  motoring  tun.  Just  ask  for 
your  free  video  when  you  call  us. 


PROGRAM  PERIOD 

October  1,1994-  September  30, 1995 

' Cuslomsf  is  responsible  lor  a 121 -day  minimum  aclivalion  on  the 
Ford  Ceikilar  ^tem.  Some  local  individual  carriers  may  require 
a longer  agreemeni  as  mil  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional.  To  be  eligible  lor  the 
complimentary  Ford  Cellular  Telephone,  the  customer  must  also 
live  in  an  area  covered  by  the  Ford  Cellutar  System  at  the  time  of 
the  purctsue  Of  lease. 

^ Mryour  dealer  for  a copy  of  ine  limited  mrranty  and  comply 
details  of  the  Hoadskk  Assistance  Plan.  Vehicles  covered  by  the 
Lincoln  Commitment,  F-Series  Preferred  Care  or  fted  Carpet 
Lease  pians  fme  additional  benefits. 
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A NEW  CAR,  VAN  OR  LIGHT  TRUCK  ...  ADAPnVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 

ford  and 

IcKoln-Mefcury  Divisions 

Clrci.#136 


You  and  your  child  face  some  tough 
challenges,  but  you're  the  one  who  must 
solve  them  in  the  most  practical  ways. 

> Here's  how  we  can  help: 

■ When  your  child  has  outgrown  that 
infant  car  seat,  you  can  have  peac^  of  ^ 
rnind  knowing  that  thi^  Colu^fa  Car 
Seat  has  been  crash 
tested  for  children 
^om  20  to  102 
lbs.-yet  weighs  only 
11  pounds! 

It  has  been  the 
No.  1 choice  since 
1986,  for  its 
adjustability 

and  styUsh 

#2t09  ; comfort. 

^ WI1UU«. 


■ At  Irathtime,  our  popular 
> Reclining  Ch^  and  Wrap* 
Around  Bath  Supports  allow 
your  child- and 
yburto  enjoy, 
thebath. 
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If  At  toileting  tune,  orurToilet 
Supports  ht  easily  onto  any 
. toilet;  remove  easily,  too.  And 
our  Positioning  Commodes  ^ 
give  the  same  toileting  support 
in  any  location. 


Why  do  these  products  work  so  well? 
Columbia  products  are  thoughtfully 
designed,  with  each  item  available  in  the 
right  size  for  yoiur  child,  with  lots  of 
adjustability  for  a custom  fit. 

They  are  made  of  durable 
materials,  tested  and  proven  in 
ieal-life  experience. 

Made  in  the  USA  and  sold  all  over  the 
world,  Columbia  products  are  leaders  in 
o/l  their  categories. 

Get  all  the  details 
from  our  FREE 
full  color  catalog. 
"Sharing  the 
Caring"  means 
products 
tluii  work! 


CALL  1-800-454-6612  today  for  your  free  catalog 

CoJumbhi  Medical  Corp.^Pept  Dl,  Pacific  Palisades,  CA  90272 


CMsflM 


o 


LETTERS. 


con { t H itcd  fwm  page  H 

Tiie  diet  is  used  most  often  toith 
childi'en  aged  hix>  to  six.  It  is  difficidt 
to  impteaient  and  maintain  in  chil- 
diVfi  youngef^  dian  hvo,  white  childmi 
oldet'  than  six  often  iebei  at  its  rvstnc- 
tions.  Tfie  diet  is  typically  continued 
for  at  hast  tkive  gears. 

For  7nore  infonnation,  EFA  rec- 
ommends the  following  resoinves: 

• The  EpiiJ‘:fsy  Diet  Treatmest,  Av 
Introdvctios  to  the  Ke'togesic  Diet 
(paperback^  1994^  180  pp.):  Written 
by  medical  pwfessionaLs  at  John.H 
Hopkins;  Demos  Publications,  886 
ParkAve.  S.,  Ste.  201,  New  York,  NY 
10016;  (800)  532-8663;  $21.95. 

• Av  IsmoDvcnos  m the  Ketchiemc 
Diet.  A Treatment  ix)R  Pediatric 
Epilei^y  (video,  45  min.):  Die 
Oiaiiie  Foundation,  1223  Wilshitv 
Blvd,  Box  815,  Santa  Monica,  CA 
90403;  free  (send  ca^d  with  name 
and  aMress). 

• The  Johns  Hopkins  KEixxiEMc  Diet 
Faci' Sheet  (factsheet,  4 pp.):  Die 
Epilepsy  Foundation  of  America, 
4351  Gatden  City  Dr.,  iMndovei,  MD 
20785-2267,  (800)  332- 1000;  free. 

More  Vacation  Memories 

We  just  received  oui*  April  1995  issue 
and  were  happy  to  see  Mickey  Mouse 
on  the  cover,  but  not  so  happy  that 
we  didn’t  get  our  vacation  story  and 
snapshots  off  to  you  in  time.  We 
ended  up  with  too  many  appoint- 
ments in  Febmary  imd  missed  the 
deadline,  if  you  could  nm  this  let- 
ter with  Bryant’s  picture  1 know 
he’d  be  so  happy! 

We  have  been  to  Disney  World 
three  times  and  are  planning  to  go 
again.  Bryimt’s  180-pound  power 
wheelchair  nr.  .es  flying  difficult,  so 
we  drive.  We  pack  up  all  his  supplies, 
which  can  be  quite  a trick!  He  eats  by 
g-tube,  and  one  trip  means  about 
three  cases  of  Pediasurc.  Bry<mt  has 
a tracheostomy  arid  needs  humidity 
at  night,  so  we  also  need  to  bring  his 
compressor  and  humidity  ^colUir.” 

Anyway,  if  we  could  say  Einythiug 
to  other  readers,  it  would  be  this:  Go 
to  Disney  World  if  you’ve  got  the 
chimce!  Biyant  spent  tliree  years  on 


Dave  Paquette  and  chlWren  Bryant,  6,  and 
Emily,  3,  enjoy  meeting  Winnie  the  Pooh 
during  a trip  to  Disney  Worid. 


life  support  and  could  not  leave  our 
house  except  for  medical  emeigen- 
cies — unfortimately,  those  were  plen- 
tiful. But  now  that  life  has  stabilized, 
we  er\joy  every  possible  moment 
Of  course,  there  is  more  to  life  than 
Disney  World,  but  the  feeling  we  get 
from  going  there  and  the  way  the 
Disney  people  handle  kids  with  spe- 
cial needs  is  beyond  any  place  we’ve 
ever  seen.  They  have  gone  out  of 
their  way  for  us  and  for  Bryant  each 
time  we’ve  visited.  We  have  met 
Disney  characters — including  Snow 
White,  Peter  Pan  and  Alice-in- 
Wonderland— at  a Disney  character 
breakfast.  Later  on,  they  i*emembered 
Bryant  by  name  and  came  over  to 
greet  him  during  the  parade!  I could 
go  on  and  on — and  ''.^sh  I had  done 
so  for  the  vacation  issue. 

It’s  an  incredible  feeling  to  watch  a 
child  who  had  been  critically  ill  hav- 
ing the  time  of  lus  life.  If  you  can  see 
your  way  clear  to  go,  it’s  worth  the 
trip!  Make  sure  you  write  to  Disney 
first  and  explain  youi'  family’s  special 
needs.  They  will  acconunodate  you — 
especially  at  the  on-site  hotels— and 
will  make  every  effort  to  make  your 
child’s  visit  special. 

I aon't  w'crk  for  Disney,  really! 

Clumyl  Paquette,  New  Hampshire 

continued  on  page  22 
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For  more  information  on  Apple 
j)roducts,  contact  us  at  80()-6()0-'’«^0S. 

800-7SS-060I  (TTYj.orun  tlie 
Internet  at  a j)jil(?\ulsgC«  eworkl.com. 
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SPECIAL  ADVERTISING  SUPPLEMENT 


IheMar^dandT 

PetsooBl  loMttwioe 


People  with  special  needs  have  special 

AUTO  INSURANCE  NEEDS 


Janet  was  on  the  way  to  a physical  therapy  appoint- 
ment with  her  son,  Matt,  when  suddenly,  another 
car  ran  a stop  sign  and. . . C-R-A-S-H!  Fortunately, 
Janet  and  Matt  escaped  unharmed,  but  their  van 
was  damaged  and  undriveable. 

When  the  tow  truck  arrived,  another  nightmare  was  jast 
beginning.  Hov/  would  Janet  get  Matt  up  into  the  tow  truck? 
Even  if  she  could,  would  he  be  safe?  What  would  she  do  witl  i 
Matt’s  power  wheeldiaii? 

Then  there  was  the  question  of  the  damaged  van.  Was  her 
adapted  vehicle  property  insured?  Would  she  be  able  to  rent 
another  accessible  van  A^iiile  hers  was  being  fixed?  And 

would  her  insurance  policy 
cover  the  additional  cost? 


What  would  you  do? 

What  would  you  do  iTyou 
v/ere  out  with  a cliild  who 
uses  a wheelchair  and 
your  vehicle  broke  down? 
Would  your  insurance 
company  pay  for  the  addi- 
tional cost  for  special 
transportation  to  get  you 
and  your  child  home? 

What  would  you  do  if 
your  vehicle  were  dam- 
aged in  a collision? 
Would  your  insurance 
company  cover  the 
cost  of  repairing  the 
special  adaptive  equip- 
ment you’ve  added?  Is 
your  insurance  company  even 
aware  of  the  equipment  you’ve 
added? 

Would  your  insmance  covei 
the  hi^er  cost  of  renting  an 
accessible  vehicle  if  your  car  or 
van  were  in  an  accident  and 
needed  to  be  in  the  repair  shop 
for  a few  days?  Or  a few 
weeks? 


Enjoying  a summer 
outing  are  (clockwise  from  left)  Rob, 
l^ura,  Jeff  and  David  Glushakow. 
Laura  spends  much  of  her  spam  time 
transpofting  Mri  and  David  to  sports 
practices,  art  cUsses  and  other 
extracunicuiar  activitids  In  the  famity*s 
adapted  van.  ‘'If  our  van  were  stolen 
or  in  an  acddont  and  had  to  be 
repaired,  our  lives  would  come  to  a 
virtual  starxistill,'*  she  says. 


‘T  worry  about  what  we  would  do  if  our  van  broke 
down,”  admits  Linda  “How  would  I get  help?  And  what 
would  Tina  do?  I guess  we  would  just  have  to  get  out,  and 
walk  and  roll  to  a phone.” 

A company  that  cares  about  special  needs 

Most  insurance  companies  don’t  realize  that  some  of  their 
customers  have  special  needs.  Or  they  don’t  want  to  think 
about  special  needs — because  that  would  mean  spending 
a lot  of  time,  effort  and  money  designing  entirely  new  pro- 
grams for  a small  percentage  of  their  customers. 


‘The  Maryiand  Insurance  Group  is  the  first  corporate 
sponsor  of  a Special  Olympics  Family  Program  at  the 
state  level  in  the  United  States,  as  they  are  now  the 
sponsor  of  the  Marykind  Special  Olympics  Family 
Program.  With  the  “Abhjtie:3  Plus”  program,  and  their 
close  involvement  with  families  in  Special  Olympics, 
the  Maryland  Insurance  Group  has  certainty  taken  a 
leadership  role  in  providing  exceptional  caring  ser- 
vices to  families  special  needs  children.” 

— Jim  Santos,  Famify  Director 
Spedai  Ofympics  interr^ational 


Most  insurance  companies  develop  policies,  then  search 
for  people  to  buy  them.  The  msyority  of  their  customers 
have  typical  abilities  and  needs.  But  what  about  the  mil- 
lions of  people  in  the  United  States  today  who  have  some 
type  of  disability?  And  what  about  the  people  who  care  for 
them  or  transit  them?  Who  has  addressed  their  needs? 

No  one.  Until  liow. 

The  Maryland  developed  AeiurnES  Puis,  not  because  the 
law  requires  them  to  (it  doesn’t),  but  because  they  care 
and  it’s  Ae  right  thing  to  do. 

At  The  Maryland,  they  have  not  only  thought  about  people 
with  disabilities,  they  have  spent  the  last  two  years  talking 
with  men,  women,  teenagers  and  children  throughout  the 
United  States,  finding  out  what  customers  with  special  needs 
want  and  need.  Now  they’ve  designed  an  insurance  program 
to  meet  those  needs.  They  call  this  program  Abiuties  Plus. 


Could  this  happen  to  you? 

Linda  is  a busy  mother  who  lives  in  Baltimore,  Maryland 
with  her  husband,  Dennis,  19-year-old  son,  Tony,  and  IB- 
year-old  daughter,  Tina,  who  uses  a power  wheelchaii*. 
When  Tina  isn’t  studying,  racing,  playing  basketball  or 
swimming,  she  and  her  mother  are  oft  en  on  the  road, 
traveling  to  and  from  Philadelphia,  where  Tina  secs  a 
number  of  doctors  and  therapists. 


Could  this  happen  to  you? 

Helene  and  Jack,  a California  couple,  are  facing  a dilem- 
ma. “Like  all  of  her  friends,  our  IB-year-old  daugliter,  Belli, 
wants  to  get  her  driver’s  license — and  we  don’t  blame  her. 
But  fiankly,  we’ve  been  avoiding  the  subject,”  says  Helene. 
Beth  has  been  using  a manual  wheelchair  since  a diving 
accident  seven  years  ago  left  her  a paraiilcgic. 

“Who  wd  Jd  insure  hei?  Even  if  she  could  get  coverage,  the 
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“Abijtes  PiJUS-H«4Tat  a phencxnenal  program!  Light  years 
ahead  of  your  corrtefTTporarie&-ron  the  cutting  edgd” 

—Patricia  McGill  Smith,  Executive  Director 
National  Parent  Network  on  Disabilities 


cost  would  probably  be  astTMiomical  We  haven*t  even  men- 
tioned the  possibility  to  our  insurance  amipany**  Jack  adds. 

Could  this  happen  to  you? 

“We  are  an  extremely  busy  family,”  says  Laura,  who  runs  a 
household,  works  part-thtie  outside  of  her  home  and, 
along  with  husband  Rob,  transports  their  two  sons,  Jeff 
and  David,  to  baseball  practice,  art  classes  and  a variety 
of  other  appointments  and  activities  in  the  family’s  adapt- 
ed van.  Ten-year-old  David,  who  has  muscular  dystrophy, 
uses  an  electric  wheelchair. 

“tf  our  van  were  stolen  or  in  an  accident  and  had  to  be 
repaired,  our  lives  would  come  to  a virtual  standstilL  David 
and  his  wheelchair  couldn’t  go  anyplace,”  Laura  says. 

A company  that  listens 

Tlie  Maryland  has  listened  to  the  personal  experiences, 
concerns  and  j&ustrations  of  hundreds  of  people  with  dis- 
abilities, their  families,  their  caregivers  and  leaders  of 
national  oi’ganizations  and  associations.  And  in  the 
process  they  discovered  something  very  interesting — in 
addition  to  their  special  needs,  safety  and  security  are 
more  important  to  people  with  disabilities  than  to  most 
people.  They  pre-plan  their  travel,  drive  fewer  miles  and 
appear  to  have  fewer  accidents.  They  take  good  care  of 
their  homes  and  property,  often  equipping  them  witli  spe- 
cial safety  features  for  added  protection.  And  they  are 
more  likely  to  follow  manufacturer  recommendations  for 
regularly  scheduled  vehicle  maintenance. 

Hie  Maryland  wants  to  change  cutomers'  traditional 
perception  of  insurance  companies. 

Think  for  a moment.  When  was  the  last  time  an  insurance 
company  offered  you  a program  or  service  desigiied  espe- 
ciaUufQ)'  you — a program  that  takes  into  account  that  you 
or  someone  you  love  has  a disability? 

When  was  the  last  time  an  insurance  company  sou^t 
out  your  business  and  promised  to  work  with  you  to  fur- 
ther develop  and  enhance  their  coverages  and  services  to 
meet  your  needs,  now  and  in  the  future? 

rtmtitivvii  o??  pufjr  20 


“Abiuties  Plus  targets  a previously  ignored  maiket  of 
people  with  disabilities  and  their  families  who  can 
benefit  from  having  protection  or  security  from  the 
financial  hazards  associated  with  auto  travel— a 
significant  aspect  of  our  libertyl” 

—John  D.  Kemp,  Executive  Director 
United  Cerebral  Palsy  Associations 


TM  MAN  BBHMD  THE  SCCNCS... 

Patrick  Favale 

Dk<ector,Aatnm8PiusPyiogram 

On  Christmas  Eve,  1969,  Patrick  A 
Pavaie,  a Sergeant  in  the  U.S. 

Amy,  was  critically  wounded  in 
Vietnam.  He  spentthe  next  11  months 
In  the  hospital,  recovering  and  adjust- 
ing to  his  injuries,  in  addition  to 
receiving  a Purple  Heart  Pat  was 
twice  decorated.  Although  his 
wounds  left  him  with  a disability,  Pat 
went  on  to  many  and  raise  a family. 

He  has  spent  the  past  1 8 years 
working  in  the  insurance  industry,  where  he 
has  met  with  great  success. 

Two  years  ago,  Pat  was  given  the  spe- 
cial assignment  of  answering  this  question: 

Vifhat  if  The  Maryland  were  to  develop  a 
program  that  would  specifically  meet  the 
needs  of  people  with  disabilities?  “I  consid- 
ered it  a privilege  to  be  put  in  charge  of 
such  an  important  project"  Pat  says.  “What 
made  this  so  special  is  that  this  was  the 
first  time  In  my  career  that  I've  been  able  to 
integrate  25  years  of  experience  as  a per- 
son with  a disability  and  1 8 years  as  an 
insurance  professional  to  help  others  in  the 
disability  community.” 

Pat  began  with  an  exhaustive  search 
for  information  about  people  with  disabili- 
ties in  relation  to  the  insurance  industry. 

He  found  very  little.  Pat  recalls,  “I  did  find 
out  one  thing.  Everyone  told  me  I was  the 
first  person  from  an  auto  and  homeowner  Insurance  company  to  ever 
ask  ab'sut  the  special  needs  of  people  with  disabilities  and  those  who 
care  fur  them.”  Pat  realized  that  the  only  way  he  was  going  to  gain  a 
better  understanding  of  liidividuals’  special  needs  was  to  go  out  and 
meet  people  personally.  And  that’s  exactly  what  he  did. 

For  the  past  two  years,  Pat  has  traveled  thousands  of  miles  across 
the  country,  has  attended  numerous  meetings  and  conferences  and  has 
talked  with  hundreds  of  people  with  disabilities,  family  members,  care- 
givers and  leaders  of  national  organizations.  Early  on,  working  with  the 
Maryland  Special  Olympics  and  conducting  a survey  of  the  National 
Amputee  Golf  Association  gave  Pat  an  appreciation  of  the  lifestyles, 
obstacles,  frustrations,  needs  and  concerns  of  individuals  with  a range 
of  disabilities. 

As  a result  of  the  information  Pal  gathered,  The  Maryland  created 
AeiLmes  Plus,  the  first  automobile  and  homeowners  Insurance  program 
that  addresses — rather  than  Ignores-  -the  needs  of  people  wi^  disabili- 
ties. Reflecting  on  two  very  busy  years,  Pat  says,  “During  the  last  two 
years,  my  life  has  been  enriched  beyond  measure.  I have  had  the  privi- 
lege and  pleasure  of  meeting  the  most  Incredible  and  inspirational 
group  of  people  one  could  ever  hope  to  meet  in  a lifetime.  And  even 
though  this  was  a very  challenging  time  for  me,  my  project  team  ant' 
the  company.  It  was  time  well  spent— because  the  vision  we  had  two 
years  ago  is  now  a reality." 

Pat  is  much  more  than  an  insurance  professional;  he's  an  advocate. 
"People  witli  disabilities  are  currently  underserved  in  many  areas,  espe- 
cially Insurance,”  he  says.  “The  AenmES  Plus  program  has  the  potential 
to  revolutionize  the  automobile  and  homeowner  insurance  industry  and 
finally  give  people  with  disabilities  and  those  that  care  for  them  the  cov- 
erage and  services  they  need. ..  and  the  peace  of  mind  they  deserve.” 


Pat  Favale  (right), 
shown  here  with  wife 
Barbara  and  twin  sons 
David  and  Jason,  19, 
says  that  developing  the 
ABiunES  Plus  program 
was  one  of  the  highlights 
of  his  ptofessionai  Ccireer. 
"This  was  the  first  time  in 
my  career  that  I’ve  been 
able  to  integrate  25  years 
of  experience  as  a per- 
son with  a disability  and 
18  years  as  an  insurance 
professional  to  help  oth- 
ers in  the  disability  com- 
munity,” Pat  says. 


I 


474 


JUNE  >996  / EICEPTIONU  PEIEIII  • II 


iS^^' ' 


■f 


r^Vr-;:-  ■ ' ■' 


The  tow  truds:  is  here.  No 


o 

ERIC 


How  do  I £fet  my  son 
home  safely? 

Abilities  Plus  takes  care  of  your 
vehicle  and  your  son.  It  reim- 
burses you,  up  to  a dollar  limit, 
fo»*  the  cost  of  the  special  trans- 
portation he  needs,  too. 


Is  my  van  properly 
insured? 

Abilities  Phts  Aso  expands  your 
coverage  so  that  your  vehicle, 
with  its  special  modifications,  can 
be  repaired. 
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How  do  Ijfet  another 
van? 

You  can  rent  the  kind  of  replace- 
ment vehicle  you  need,  becaUvSC 
Abilities  /Y«.v  doesn't  restrict  }'ou 
to  a daily  dollar  limit  like  most 
pol ic ies . I nstcad , i t pn )vi dcs  a n 
aggregate  benefit  which  gives 
you  greater  flexibility. 


' 1 


Abilities  Plus  is  comprehensive 
insurance  for  people  with  special 
needs.  It's  Roadside  Assistance, 
access  to  a dependent  care  net- 
work, and  many  other  services 
that  add  value  for  our  customers. 

It's  also  fast,  fair  claim  settle- 
ment, and  customer  service 
that's  available  whenever  you 
\N  O K*ak  with  someone, 


24  hours  a day,  every  day  of  the 
year.  It's  all  this  and  competitive 
prices  too. 

For  more  infbmiation,  call 

1-800-222-2788. 

Abilities 

PLUS'' 

Carini^lc^  j)bur  spaclal  mmcIl  ^ 

Circt#  #131 


R^rsonal  Insurance 

A member  of  (lie  worictwide  (iH^/  Zurich  Insurance  Group 
Coverane  nvnilnhilitY  varies  bv  state. 
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When  was  the  last 
time  an  insurance 
compariy  asked  you  if 
you  had  the  right  kind 
of  coverage  for  your 
vehicle  and  home — ^and 
any  special  equipment  or 
adaptations? 

And  when  was  the  la^ 
time  an  insurance  conqiany 
made  you  feel  xvdcomed? 

The  Maryland  is  a caring 
coir^iany  committed  to 
developing  a better  under- 
standing of  its  customers  and 
to  continually  meeting  their 
dv'uiging  needs.  You  don^t 
need  v>  withhold  information 
or  hide  a family  member’s  dis- 
ability— because  ABumES  Plus 
was  designed  espedally/o?" 
children  and  adults  with  dis- 
abilities and  those  who  care 
fcarthem. 

What  exactly  is 
Abilities  Plus? 

On  one  level,  Abilities 
Plus  is  unique  coverage  designed  especially 
for  you  and  the  people  you  care  for.  On  another  level, 
it’s  comprehensive  automobile  and  home  insurance  at  a 
competitive  price.  It  provides  outstanding  customer 
service  and  ra^id,  fair  claims  settlement — ^the  kind  of 
service  you  should  expect  from  any  insurance  company. 

• Tailored  Auto  Protection:  When  you  purchase  your 
basic  policy  from  The  Maryland  you  can  choose  the 
additional  coverages  you  need  from  the  Abilities  Plus 
program.  Abiuties  Plus  was  created  for  people  who 
use  wheelchairs  and  have  modified  vehicles,  and  those 
who  have  other  special  needs  that  require  different 
types  of  coverage  than  those  offered  by  other  insur- 
ance companies. 

• Special  Towing  and  Labor  Coverage:  If  your  vehicle  is 
in  an  accident  or  breaks  down  and  must  be  towed,  this 
enhanced  benefit  reimburses  you  up  to  $75  per  break- 
down for  the  cost  of  special  transportation  needed  for 
the  person  with  a disability. 

• Special  Extended  Transportation  Coverage:  If  your 


“The  Abilities  Plus  program  offered  by  The  Maryland  is  a 
significant  step...  and  few  businesses  have  recognized  the 
opportunity  to  market  specialized  programs.  I applaud  The 
Maryland’s  initiative.* *’ 

--Kent  Waldrop,  Founder  and  President 
Kent  Waldrop  National  Paralysis  Foundation 


“The  Abiuties  Plus  program  recognizes  the  unique 
needs  of  people  with  disabilities,  and  by  providing 
for  such  needs,  gives  [them]  their  equal  status  in 
society.” 

•--Ross  Catalano,  Executive  Director 
National  Association  of  People  with  Disabilities 

vehicle  is  involved  in  an  accident  and  needs  to  be 
repaired,  Abeuties  Plus  offers  coverage  that  gives  you 
greater  financial  flexibility  to  rent  a vehicle  with  the  spe- 
cial equipment  you  need — ^more  dollars  per  day  toward 
tlie  rental  cost  of  a replacement  vehicle. 

• Special  Customized  Equipment  Coveixige:  Tae  higher 
cost  of  repairing  or  replacing  your  modified  vehicle  can 
be  covered  under  Abilities  Plus. 

The  Maryland  doesn’t  want  to  meet  your 
expectations;  it  wants  to  exceed  them. 

Thatfs  why  their  offices  are  staffed  24  hours  a day,  365  days  a 
year.  When  you  call,  you’ll  speak  with  a perscHi , not  a machine, 
a patient,  competent  person  who  will  re^nd  to  your  ques- 
tions and  problems  with  understanding  and  sensitivity. 

The  professionals  at  Abilities  Plus  liave  two  goals  in 
nund — to  get  you  back  into  your  car  or  home  safely  and 
help  you  get  your  life  back  to  normal  as  quickly  as  possible. 

“ABiunES  Pujs  miiTors  the  mission  of  Special  Olympics’ 
27-year  history-^the  empowerment  of  people. . . This 
insurance  product  uniquely  addresses  the  underserved 
needs  of  frvniiies  and  people  with  disabilities. 

‘The  ongoing  cx)mmitnrierrt  of  The  Marylarid 
Insurance  Group  to  the  community  with  disabilities  is 
not  simply  evidenced  in  this  product  Maryland  Special 
Olympics  Is  proud  to  recognize  their  commitment  to 
our  local  program  as  well  as...  financial  support 
leadership  and  employee  volunteer  participation. 

‘This  is  clearly  a marriage  of  enormous  corporate  citi- 
zenship tied  to  a prcxiuct  whose  tirne  has  surely  cotths.^^ 

— Patricia  Krebs,  Ph.D.,  CEO 
Special  Olympics  of  Maryland 

More  for  your  money 

Abilities  Pi.us  also  offers  you  these  value-added  services: 

• Fcoadside  Assistance:  16,000  garages  tluoughout  the 
country  are  ready  to  assist  ABiunES  Plus  customers  at 
special  reduced  rates. 

• Guamnlccd  Auto  RepaiiTf:  To  make  sure  you  get  the 
best  claim  repair  service  possible,  Abhjties  Plus  has  orga- 
nized a network  of  auto  repair*  facilities  whose  work  is 
guaranteed  for  as  long  as  you  own  your  veliicle. 

• Dependent  Care  Network:  If  you  need  to  be  away  from 
home  for  a few  hours  or  overnight,  as  an  Abiuties  Plus 
customer  you  can  get  a referral  to  qualified  help  at  a spe- 
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cial  discount.  One  toll-free  phone  call  is  all  it  takes  to  get 
a homemaker,  personal  care  assistant  or  other  home 
healtli  professional. 

• about  Disabilities:  How  do  you  find  out 

about  specific  disabilities  and  support  groups?  Where  can 
you  learn  about  the  availabili^  of  vocational  training 
programs  for  young  adults  with 
disabilities? 
How  can  you 
get  informa- 
tion on  assis- 
tive technology? 
Access  to  a 
wide  range  of 
information 
resoui’ces  is  only 
atoll-fieephone 
call  away. 

• Mail  Setvice 
Pkamiacy:  You 
get  reduced  rates 
on  brand-name  or 
generic  mail-order 
drugs  for  the  treat- 
ment of  chronic  ill- 
nesses or  conditions. 

• Telephone  Callhig 
Cajxi:  A discounted  ' 
phone  cai'd  saves  you 
money  on  long-dis- 
tance credit  card  calls. 

K commitment  to 
future  development 

At  present,  Abilities 
Pli  'S  may  not  be  able 
to  meet  everyone’s 
special  needs.  But 
The  Maryland  is  com- 
mitted to  the  continued  development  and  enhancement  of 
Abiuties  Pi.rs  via  direct  input  from  people  within  the  dis- 
al)ility  community.  The  Maryland  looks  forward  to  hearing 
from  you  so  AiiiuxiEs  Pi.rs  can  continue  to  expand  its 
capabiiitic.s — c aring  for  yoim  special  needs. 


Tina  Miller,  15,  showji 
here  with  parents  Linda  and  Dennis, 
and  bro,:her  Tony,  19,  is  a typical 
active  teen.  Along  with  her  participa- 
tion In  a variety  of  sports,  Tina  and 
her  mom  spend  a lot  of  the  time  on 
the  road,  travelmg  back  and  forth 
from  their  Baltimore  home  to 
appointments  with  medical  special- 
ists in  Philadelphia.  *1  worry  about 
what  we  would  do  if  cx^r  van  broke 
down,”  admits  Linda.  “How  would  I 
get  help?  And  what  would  Tina  do?” 


“The  first  of  its  kind. . . needed  by  thousands. . . your  | 
company  is  a champion  of  people  with  disabilities.”  j 
— W/fa  Savader,  PhD.,  Executive  Director  | 
Association  for  Special  Kids,  Inc. 


We  cmi't  end  discrimination  against  people  with  disal)il- 
ities,  or  eluuige  the  physical  environment.  But  Amunt;s 
Pi.rs  am  make  everyday  life  a little  easier,  safer  and  more 
conilbi*iabl(\ 

To  get  more  infomiation  or  to  ask  for  free  quotes  on 
your  automobile  and  home  iiisunmee,  call  ITie  Maiyliuid 

Er|c  I V ^ 


at  1-800-222-2788,  or  mail  in  the  postage  paid  reply  card 
provided.  You  can  also  write:  c/o  Patrick  A.  Favale, 
Abiuties  Plus,  RO,  Box  1228,  Baltimore,  MD  21203-1228 
and  tell  him  what  you  think  about  the  program  and  about 
your  special  needs. 

If  this  program  doesn’t  apply  to  you,  maybe  you  know 
sometHie  who^ould  benefits  friend,  a relative  or  an 
oiganizalion.  WcHi’t  you  pass  this  jpfpnnaticm  along  so 
ABiunES  Pius  can  provide  quality  coverage  and  service 
fruT  the  people  who  can  use  them  the 


Frequently  Asked  Questions 
About  Abilities  Plus 

Q.  Who  is  eligible  for  the  Asuries  Puis  Program? 

A:  • People  with  disabilities. 

• People  who  care  for  f^lly  members  who  have  a disability. 

• Employees  of  human  service  organizations  who  use  their  private 
vehicles  to  transport  people  with  disabilities. 

Q«  I already  have  car  insurance.  Won’t  th:it  cover  any  damage  my  modified 
van  would  sustain  in  an  accident? 

As  Not  necessarily.  Check  your  policy.  If  you’ve  added  adaptive  equipment, 
such  as  a wheelchair  lift,  raised  roof  or  customized  control  devices,  your 
insurance  company  isn’t  obligated  to  cover  the  cost  of  fixing  or  replacing 
them  unless  they  are  properly  covered  under  your  policy. 

Q»  What’s  the  difference  between  my  current  auto  policy  and  Abiuties  Plus  if 
my  vehicle  breaks  down? 

As  Abiuties  Plus  can  guarantee  to  reimburse  you  up  to  $75  toward  the  cost 
of  special  transportation  needed  to  get  you  and  the  person  with  a disability  to 
a safe  place  any  time  your  vehicle  breaks  down  away  from  home. 

Q«  Is  the  program  reasonably  priced? 

As  \txi  may  be  surprised  how  reasonable  toe  cost  is.  Why  not  Cull  the  toll-free 
number  and  ask  for  your  no-obligation  auto(TX)bile  and  homeowner  quotes? 

Qm  Is  Abiuties  Plus  available  In  my  state? 

As  Coverage  availability  varies  by  state.  We  are  continuing  to  add  additional 
states  each  month. 

Even  if  Abiuties  Plus  is  not  yet  available  in  your  state,  we  are  eager  to  hear 
from  you  and  every  other  interested  consumer  for  three  reasons: 

1 . We  want  to  send  you  information  about  Aeiures  Plus. 

2.  We  want  Input  about  Abilities  Plus  from  consumers  everywhere.  We 
want  to  meet  your  insurance  needs  and  find  new  ways  to  serve  you. 

3.  We  want  to  be  able  to  contact  you  when  Abutes  Plus  becomes 
available  in  your  state. 

Qm  Are  there  any  special  requirements  to  apply  for  A^  mes  Plus? 

A:  No.  Just  call  1-800-222-2788  or  mail  in  toe  postage  paid  reply  card 
provided.  You  can  also  write:  c/o  Patrick  A.  Favale,  Abiuties  Plus,  P.O.  Box 
1228,  Baltimore,  MO  21203-1228  and  share  your  thoughts. 

Available  exclusively  from 

The 
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Managing  InGontinence  with.  . . 

Unparalleled  Unsurpassed 


Norinalcv 


i Performance 


1 OQ/o  Cotton 
Moderate  .to  Heavy 
Ab^sorbeiicv  .. 
M•lushllbleiw^ 
rit ted  Liner 


Attention  Medical 
Professionals 

FREE  SKIN  CARE 
PACKAGE 

Call:  1-80(K;0-PEACH  (4673224) 
for  information  about 

Tranquility's  FREE  Skin  Care  Pack  Program 

I Or  mail  form  to:  Skin  Care  Pack.  P.O.  Box  129. 

1 Dunbridge.  OH  43414-0129. 

Company:  

, Name: 

j Address: 

City: 


State: Zip:. 


I Telephone: 

Skin  Care  Pack  contains  Slimline'  Booster  Pads. 

I Slimline'  Adju.stable  Briefs.  Slimline*  Fitted 
liners,  and  Slimline*  Peach  Sheet  Care  Pads. 

I Offer  expires  09  ^30/95 

Ol99SPn«^8utfWUEn»<Tns««.lnc  ExTSJuiOUS 


Slvin  Dryness’ . 

Odor  Rediiction 
Neutralization  of  l ritK*  ® 
Inhibition  of  B.acterial 
Growth  ■ . - ■ . >v  . 


Let  us  send  you  a 
TRIAL  PACK 

Order  Now  - Call  Toll  Free 
l-80(M;aPEACH  (467-3224) 

Or  mail  form  to:  Exceptional  Parent  Trial  Offer, 
P.O.  Box  129.  Dunbridge,  OH  434144)129. 

Name: 

Address: 

City: State: Zip: 


„ Hip  Size: 


Telephone: 

Waist  Size: 

Check  the  appropriate  box.  Enclose  a check  for 
the  proper  amount  and  return  the  form  and  check 
to  P.B.E.  No  copies  accepted.  Good  only  at  P.B.E. 
limit  one  Trial  Offer  per  family  or  address.  Offer 
expires  09/30/95. 


M.99  Slimline  Fitted  liners  3/Pack 


^2.99  2 Pads  and  1 Pant/ Pack 


I e im  PnrofU  Biwntu  E-4«prMS 

EiPTrtP695 


Total 
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. Make  Life  Easier!  - 

Ldbidet 

NATIONAL  1ST  PLACE  WINNER!  ' - O 


w 1-800-582.4338 

>u*ll  ApprecUtfl 

Lubidet 


(frt«  brochure) 
Youll  Appreciate  the  INDEPENDENCE! 


m 


(Ioo4>e-day:  • toilet  attachroent)  t jL  Bt%yxo\ntXk\\ 

Qentle,  effective,  nonlntrusive  personal  cleansing.  , , 

Warm  water  wash.  Warm  air  dry.  "*-*.4*^ 

Easy  to  Uat 

LubldQt  USA  Inc:  Dedicated  to  Healthy  Llfestylesl  night  or  Ltft  Hand  u*t 


Clrcl*#1ir 

hKJU!  ♦ EXCEPTIOHm  PIIENT  / JUNE  1995 


tETTERS 


continued  from  page  15 

Definitions,  Please! 

I have  been  receiving  your  magazine 
for  about  one  year  and  find  many  of 
the  articles  helpful  and  interesting.  I 
even  initiated  a “Search”  letter  which 
received  a few  responses. 

However,  I have  one  suggestion 
which  I am  sure  many  other  readers 
would  also  appreciate.  The  articles 
and  departments — especially  Seaixh 
and  itespcmd—contain  many  names 
of  specific  conditions  or  other  words 
that  ai'e  unfamiliar  to  those  of  us  who 
have  children  with  other  disabilities. 

It  would  be  helpful  to  have  some  kind 
of  glossary  at  the  end  of  the  magazine 
in  which  these  terms  could  be 
defined. 

I noticed  that  in  the  April  1995 
issue  some  definitions  were  given, 
usually  in  parentheses  after  tlie  name 
of  the  condition,  and  that  the  Ask  the 
Doctor  column  provided  excellent 
definitions  for  conditions  and  medica- 
tions. I found  this  very  helpful  in  visu- 
alizing the  situation  that  was 
described.  I would  like  to  see  more  of 
this  throughout  the  magazine. 

Your  magazine  has  provided  me 
with  some  valuable  information  and  I 
have  recommended  it  to  several  other 
parents  of  children  with  disabilities. 
Keep  up  the  good  work! 

A/.S,,  California 

Ediv)r's  Note:  V/e'tv  glad  you've 
not  d our  recent  attempts  to  piv- 
vide  definitions  for  specialized 
tetins.  These  effoits  continue  with 
this  issue  and.  we  would  appieciate 
reader  feedback  on  kenv  we  are 
doing.  Rather’  than  a glossary,  we 
are  attempting  to  define  terms  with- 
in the  context  of  their  appearance  or\ 
in  some  cases,  urith  a sidebar  (as  in 
this  is,sue's  Fathers'  Voices),  We 
apjrreciate  ^ohen  people  writing 
Search  and  Resivni)  letters  provide 
definitions  of  the  terms  they  2ise; 
this  can  ,savc  us  the  time  it  would 
take  to  obtain  this  ir\formatior}  from 
other  sour^s. 
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With  maximum  passenger  seat 
maneuverability^  a new  easy 
off/on  ground  hugging  plat- 
form,  plus  reliable  all-electric 
operation. 

The  Crow  River  Industries  VAN- 
GATER^" fold-in-half  lift  is  a timeless 
classic.  When  folded  it  offers  half  a 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  canT  seem  to  stop 
trying  to  improve  on  perfection. 

Aii-electric  reliability. 

1 he  enclosed  non-hydraulic,  all- 
electric operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. (There’s  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power — not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A flatter  platform. 

We’ve  made  getting  on  and  off  the 
VANG ATER* ''easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliability. 
And  you’ll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 

For  more  information  and  the  name 
of  your  close.st  dealer  call  todciV: 

1-800-488-7688 
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CROW  RIVER 

industrim  Incorporated 

14800  28th  Avenue  North 
Minneapolis,  MN  55447  (U.S.A.) 

(In  Minnesota,  612-559-1680) 


We  have  just  developed  a new  line  of 
children’s  furnitflre  made  of  strong  birch 
and  colorful  Formaica  that  are  sturdy, 
stylish  and  adjustable  height 
to  grow  with  the 
child,  and 
they  will 
not  tip 
over! 


G oshen  Ent.  P.O.Box  532,  Fair  LAwn,  NJ  07410 

Call  for  free  catalog  at  1 800  286  8181  or  201  797  6261 
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PI#RE  ELITE  GEAR 

4321  N.E.  16th  Avenue  • Pompano  Beach,  Florida  • 33064  • (305)  784-0800  • FAX  (407)  495-1746  Email  FLITE@Emi.NET 

Pure  FWe  Gear  has  developed  a new  and  exciting  line  ofgear  bags  with  distinctive  advanced  features  lor  busy  people  with  special  needs.  Made  of  durable  Ooport™  Cordura  and  desj^  for  me^  women,  boys,  girts  on 
the  go.  From  adjustable,  movable,  yet  comfortable  shoulder  end  waist  straps  to  easy  access  pouches  and  *o\«fstze<r  compartments.  These  begs  and  peto  offer  e ftjndtooai  alomattve  to  sa\4ng  yow  mol*y  needs. 


HIP  POUCH  A 

OurHp  pouch  teaUes  easy  access  from  both  sides  or  zipper  top  entry 
as  well  as  an  adfustable  strep.  Featuring  our  unique  EASY  *NO 
ZIPPER*  side  entry  FlU  aR  LIghtwelghl.  Super  Strong 

BLACK.  BLUE.  TEAL.  PURPLE.  RED 


BUSINESS  PAK  B 

Our  Business  or  student  model  fits  legal  size  notebooKs,  books  and 
(olden  wRh  easy  access  pouch  for  keys,  wallets,  etc.  To  school,  lixafy. 
or  work  FOR  ANYONE  Mobile.  Light.  Strong.  Fits  comfortably 


BLACK.  BLUE.  TEAL.  PURPLE.  RED 


ATHLETIC  PAK  C 

Our  athletic  sport  pakoffers  water  bottle  space  wRh  high  sides  for  easy 
access  wH  our  front  pouch  also  for  quick  hand  entry  to  keys,  wallets  or 
glovas  Able  Disabted  Athtetes  love  this  bag.X  For  frt  and  convfniance 

BLACK.  BLUE.  TEAL.  PURPLE.  RED 
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Do  You  Need  m Hand 

Sindii&g  bladder  eontrel  belli? 

Are  you  tired  of  lugging 
bulky  packages  home 
from  the  stores? 

Are  you  able  to  find 
absorbent  products  that 
fit  your  child  just  right? 

Call  Today  Sor  a Free  Catalog! 

1-800-2MY-HOME 

1-800-269-4663 

HPIS  (Home  Pelivery  IncoiitiHent  Supplies  Co.,  Ihc.)  h:is  the  answer 
to  your  problems  concerHing  bladder  control  products.  HPIS  is  a 
home  delivery  service  that  ships  incontinence  supplies  right  to 
your  door  in  discreet,  unmarked  boxes.  We  carry  a full  line  of 
products  in  brands  like  Buggies,  Snuggems,  Attends  and 
Tranquility  that  will  fit  your  children  properly,  no  matter  what 
their  size.  And,  as  your  loved  ones  get  older  and  bigger,  we  have 
products  that  will  fit  them  comfortably  throughout  all  of  their 
growth  stages. 

Call  KPiS  today  to  see  how  our  convenient,  discreet  service  and 
warehouse-direct-to-vou  savings  can  make  your  life  a little 
easier  and  give  you  more  time  for  the  important  things.  Call 
now  0.  fill  out  and  send  in  the  order  form  below  and  we'll  send 
you  our  64-page  catalog  and  an  coupon. 


Copyright  1995,  HDIS 


YES!  Please  send  me  a FREE  Catalog  and  *8  coupon!  I currently  use. 


i Name 

I Address. 


I buy  my  products  from. 


I City,  State,  Zip_ 
• o ) 

ERIC^^- 


Home  Delivery  Incontinent  Supplies  Co.,  Inc. 
1215  Dielman  Industrial  Court 


r ' 
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Securing  the  future  needs  of  a son  or  daughter  with  a disability  is  a challenge 
that  can  l)e  nianctged. 

Estate  EtanniiKj  And  Capital  Accumulation  I'or  Persons  With 
Disabilities 


from  'I’he  Keprise  c:orporation...  bec  ause 

'Fheir  'lomorrows  Dc'f^cnd  On  1 low  You  Plcin  I'oday... 


ri  \\i  KHPHlSh:  COKP. 

• RVI  ASSOCIATES 

• STRIANO  FINANCIAL  GROUP 


7 ( \M  I I tut  |<^  ( '<  M m Ml  \i  M I \M.  Ni  w )i  itsM  ( )7<  M "> 
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^^Appropriate  movement 
not  static  positioning, 
is  the  key  to  improved 
fiealth and  independence** 

The  MOyE.*  curriculum 


Wslking  with  his  father  is  now  a daily  joy  for  Duane  Bazeley,  Thanks 
to  his  parents,  teachers,  M.O.VE  * and  Rifton  Equipment,  Duane  is  making  real 
progress.  The  M.O.V.E.*  curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disabilities.  Working  in  partnership 
with  M.O.V.E.*  founder  Linda  Bidabe.  Rifton  has  developed  a 
complete  line  of  equipment  to  support  the  M.O.V.E.*  program. 

•The  M.O.V.E.  curriculum  Is  copyrijjhlcd  liy  Ihr  Kcni  County  California 
SupcrlnUMMlfnl  of  Schools  and  licensed  lo  M.O.V.E.  International. 

Take  your  first  step  today.  Call  1-800-374-3866 
for  more  Information  and  a free  catalog. 


. ^ 
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Chromosome  14q«f 

I am  a parent  of  a seven-year-old  boy 
who  has  been  diagnosed  with  the 
chromosomal  abnormality  14q+  (the 
addition  of  chromosomal  material  to 
the  long  arm  of  chromosome  14).  The 
origin  of  the  additional  chromosomal 
material  has  not  yet  been  identified. 
James  was  bom  with  a low  birth 
weight,  a club  foot,  an  eye  ^drome 
and  microcephaly  (a  small  head).  The 
doctors  told  me  James  would  proba- 
bly be  developmentally  delayed. 

James'  growth  rate  has  been  slow, 
i He  has  nighttime  feedings  through  a g- 

tube.  He  is  on  a strict  feeding  program 
to  encourage  him  to  talce  more  food 
by  mouth.  His  development  has  been 
I slow,  but  he  progresses  steadily, 
i I would  like  to  know  if  there  is 

another  child,  somewhere  in  the  world, 
who  has  tlie  same  cliromosomal  abnor- 
i mality  or  any  of  the  same  ^iptoms. 

R.B.,  OtitaiiOy  Canada 


Alpers  Disease 

My  20-month-old  daughter,  Kristin,  has 
been  diagnosed  with  Alpers  disease, 

I or  progressive  infantile  poliodysho- 
1 phy,  a terminal  illness.  I am  searching 
i for  another  parent  or  family  with  a 
child  with  this  disease. 

M.A.,  Geojyia 

i 

j Foix-Chavany-Marie  Syndrome 

. My  son,  Austin,  is  five  years  old.  Last 
summer,  he  was  diagnosed  with  a 
rare  disorder  called  Foix-Chavany- 
Marie  s>Tidrome.  Some  of  the  hall- 
marks of  this  syndrome  are  mild 
mental  retardation,  poor  motor  skills, 
no  speech  and  a pleasant  personality. 

Austin  has  developmental  dyspraxia 
(difficulty  with  planning  and  perform- 
ing coordinated  movements),  low  mus- 
cle tone,  poor  gross  and  fine  motor 
skills  and  no  speech.  He  does  vocalize 
and  uses  sign  language  to  communi- 
cate. Due  to  his  fine  motor  difficulties. 


Austin’s  signing  is  not  exact  We  are  try- 
ing to  get  funding  for  an  augmentative 
communication  device. 

We  want  to  find  other  children  or 
adults  who  have  the  same  problems 
as  our  child. 

J.5.,  Kansas 


Tell  us  about... 

...  your  child’s  favorite 
toy  or  playtime  activity. 
(Have  you  found  ways  to 
adapt  toys  or  play  activities 
so  your  child  can  participate 
more  easily?) 

Write  to:  Readers  Talky  Exceptional 
Parent,  209  Harvard  St,  Suite  303, 
Brookline,  MA  02146,  (617)  730-8742 
(fax).  A sampling  of  reader  responses 
to  this  guesticm  will  appear  in 
a future  issue. 


Hear,  There  and 
Everywhere 


Give  the  gift  of  hearing  in  a way  you  never  thought  po.s.sible.  Now 
your  child  can  hear  .surrounding  conversations  and  sounds  naturally,  and 
lake  part  freely. 

Sennhei.sers  re\'olutionar\’  Mikroporl  2013-l^LL  FM  Sy.sleni  is  a totally 
new  concept  in  assisli\'e  li.stening.  This  system  interacts  with  the  en\'iron- 
ment  the  same  wa\’  as  a human  ear,  by 
continually  balancing  ambient  noi.se 
with  more  specific  sounds,  allowing 
your  child  to  identify  important,  even 
critical,  sounds — like  your  \’oice.  Don't 
let  your  child  l)e  cut  off  from  his  or  her 
surroundings . . , Sennheiser  supplies  the 
freedom  to  connect. 


6 VISTA  DRIVE.  P.O  BOX  907.  OLD  LYME.  CT  06371  ■ VOICE  OR  TDD;  203.434  9190  FAX:  203.434.9022 

TDD:  203.434  0509 

IN  CANADA;  221  LABROSSE  AVE..  PTE-CLAIRE.  PQ  H9R  1 A3  TEL:  514  426.3013  FAX:  514.426.3953 
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Feeling  Isolated 

Our  four-year-old  daughter,  Katie,  has 
been  diagnosed  as  having  pervasive 
developmental  disorder  (PDD),  or 
developmental  delays  with  autistic 
chaiacterisdcs.  We  fiist  became  suspi- 
cious that  something  was  wrong  when 
she  was  about  18  months  old.  Before 
that  age,  althougli  she  never  spoke  any 
woixis,  she  babbled.  She  waved  and 
pointed  and  played  a little  with  toys. 
She  would  go  get  her  diapers  when  we 
asked.  Her  eye  contact  was  normal. 

But  by  two  years  of  age,  she  had 
stopped  m^aking  sounds  and  load  devel- 
oped  an  awllil  temper.  She  would  gath- 
er up  toys  and  tlaen  just  walk  around 
endlessly  holding  them.  She  w'ould  let 
us  hold  her,  but  she  was  Just  as  happy 
to  be  alone. 

An  EEGy  CT  scan  and  hearing  tests 
were  normal. 

Katie’s  eye  contact  continues  to 
improve  and  she  is  again  veiy  lov- 


able. She  smiles  and  laughs  a lot.  She 
loves  to  be  with  her  brother  and 
other  children.  However,  she  still 
doesn’t  talk.  She  signs  “eat”  and 
“more.”  We  have  a communication 
book,  but  she  doesn’t  use  it.  She 
slaps  her  chin  when  she  wants  to 
communicate.  Sometimes  these 
slaps  are  soft  and  teasing,  but  when 
she’s  fnistrated,  she  slaps  pretty 
hard. 

Katie  continues  to  have  hardly  any 
interest  in  toys.  She  just  picks  them 
up  and  drops  them.  Her  motor  skills 
are  a little  delayed  and  she  is  just 
now  starting  to  use  utensils  with 
help.  When  Katie  is  anxious  or  tired, 
she  alternates  loud  and  heavy 
breathing  with  holding  her  breath. 
Potty  training  is  just  not  coming, 
either.  She  wants  to  eat  constantly! 

Katie  seems  to  understand  so 
much  more  than  she  can  tell  us.  She 
may  not  get  her  shoes  when  asked, 


but  we’ll  catch  her  glance  at  them.  In 
fact,  she  often  glances  casually  at 
what  we  are  talking  about. 

We  live  in  a rural  area  and  our 
school  is  helping  as  much  as  they  are 
allowed  to,  but  that  help  isn’t  consis- 
tent enough.  Does  anyone  have  a 
child  like  Katie?  We  aie  at  the  end  of 
our  rope.  We  feel  so  strongly  that 
; with  more  help,  Katie  could  do  so 
; much  more;  we  are  just  so  alone. 

KH.  & E.H.y  Idaho 

; Undiagnosed 

‘ After  a variety  of  genetic  tests  by  a won- 
derful team  of  medical  professionals,  our 
( 21-montlvold  son  remains  undiagnosed.  I 
j can’t  imagine  our  child  is  tlie  only  one 
1 out  there  with  the  following  birth 
; defects.  He  was  bom  ei^t  w^eeks  premar 
I ture  but  was  large  for  his  gestational  age 
1 (five  and  a Iralf  pounds).  An  amniocente- 
sis had  revealed  Iddney  problems,  but  no 
chromosomal  abnormalities. 

on  inujo  .iO 
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continued  from  pdfjo 

Immediately  after  birth,  Clifford  was 
diagnosed  with  the  following  condi- 
tions right  hydronephrosis  with  reflux 
(an  obstruction  of  the  urethra  in 
which  urine  flows  backward,  from  the 
bladder  to  the  pelvis,  caasing  pelvic 
swelling)  and  pseudo-prune  belly  syn- 
di'ome  (having  the  appearance  of 
prune  belly  syndrome,  a condition  in 
which  abdominal  musculature  is  miss- 
ing and  the  urinaiy  tract  is  malformed), 


an  abnonnal  aortic  cardiac  valve, 
cataracts,  high  palate  and  brain  anom- 
alies (decreased  volume  of  cerebellum 
and  thin  corpus  callosum).  Clifford 
could  not  be  weaned  off  the  respirator 
in  the  NICU  but  when  taken  off  with 
do-not-resuscitate  orders,  he  amazing- 
ly, figured  out  how  to  breathe.  A poor 
suck/swallow  reflex  necessitated  gas- 
trostomy tube  placement. 

At  21  months,  Clifford  is  off  the  g- 


tube,  but  has  many  developmental 
delays,  poor  muscle  tone,  no  eye- 
brows, hearing  loss  due  to  atresia 
(absence)  of  the  ear  canals,  very  limit- 
ed weak  vocalizations  due  to  a serious- 
ly narrowed  trachea  and  dysmorphic 
facial  features.  Constant  congestion 
affects  his  daily  breathing  and  sleeping. 
In  spite  of  daily  antibiotic  use,  doctors 
say  Clifford’s  sinus  and  ear  cavities  are 
totally  infected  He  will  probably  need 
surgeries  for  these  infections. 

Doctors  have  done  various  blood 
studies  and  a skin  biopsy.  Tbey  have 
mled  out  G syndrome,  Zellweger  syn- 
drome, Prader-Willi  syndrome  and 
Pallister-Killian  syndrome.  Next, 
Clifford’s  blood  will  be  tested  for  Smith- 
Lemli-Opitz  syndrome,  I do  not  feel  that 
he  has  enough  of  the  characteristics  of 
this  syndrome  but  we  will  follow 
through  with  the  blood  test 
We  read  Exceptional  Parent  reli- 
giously in  hopes  of  finding  a child  simi- 
lar to  our  son.  The  original  prognosis 
was  for  a cliild  with  severe  retardation 
and  medical  impairment,  if  Clifford  sur- 
vived at  all.  However,  each  of  Clifford’s 
impaired  organs  has  shown  remarkable 
improvement,  and  tests  show  his  brain 
is  processing  ^leech.  We  now  fece  a 
very  imcertain  futuio  and  would  appre- 
ciate iiny  helpful  informatioa 

B.C.  & C.C,,  New  York 

Search  and  Respond  is  an  opportunity  for  our 
readers  to  exchange  information  about  their 
practical  experiences  meeting  the  everyday 
challenges  of  life  with  a child  or  adolescent  with 
a disabilify.  We  also  expect  parents  to  ask  appro- 
priate professionals. 

1%^  indicate  whether  the  letter  is  a sea^ 
response.  If  a response,  be  sure  to  note  in  which 
issue  the  original  Search  letter  appeared.  AS 
responses  are  forwarded  to  the  writers  of  the 
Search  tetters;  sorne  are  pubhshed.  Published  let- 
ters may  be  edited  for  purpoiei  of  space  and  dari^. 
Write  or  fax: 

Seaieh  or  Respond, 

Exceptional  Parent 
209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146-5005 
Fax:  (617)  730-8742 

For  information  about  specific  disabilities,  con- 
tact the  National  Organization  for  Rare  Disorders 
(NORD),  100  Rt37.P.O.  Box  8923, New  Fairftekl, 
CT  06812,  (800)  999-NORD,  (203)  7464518.  Also, 
see  "National  Resources  for  Spedfk  Disabilities 
and  Conditions”  in  Excrmm  PARSsfs  1995 
Resource  Guide  (January  1995). 
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Now  there’s  help  for  older  children 
who  have  nighttime  accidents. 


A GUIDE  TO 


fvOVgi 
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Disposable  Absorbent  Underpants 

older  children  dry 
overnight 


Bed-wetting  is  a 
common  problem  for 
older  children. 

EYou  and  your 

child  are  not  alone. 
Between  5 and 
15  percent  of  all 
older  children 
experience  night- 
time accidents. 

COODNm Absorbent  Underpants  S al  mOSt 

offcrdLscrcxteasy'to  in’fimtectionintuo  ^ .n*  i -i  i 
sizes  to  ftl  boys  and  Ms -IS-SSpoimls.  3 million  ChllorOn. 

There  are  many  causes  of  bed-wetting.  Some 
are  physical,  and  some  are  emotional.  Since  bed- 
wetting can  be  a sign  of  a more  serious  problem, 
the  first  step  is  to  see  your  doctor  or  pediatrician. 
He  or  she  can  help  you  discover  the  cause  and 
suggest  the  best  treatment  for  your  child’s  bed- 
wetting. Meanwhile, you  can  reduce  the 


inconvenience  of  bed-wetting  with  protection  from 
GOODNITES®  Absorbent  Underpants. 

GoodNites®Absorbent 
Underpants  help  make 
your  life  a little  easier. 

With  GOODNITES®  Absorbent  Underpants 
your  child  wakes  confidently  to  a clean,  dry  bed.  You 
and  your  child  can  sleeo  through  the  night  so  your 
day  starts  out  easier  without  tension  over  bed- 
wetting or  the  hassle  of  extra  laundry. 

Your  Chad  will  feel 
more  confident  with  an 
active  role  to  play. 

A good  way  to  help  your  child  feel  better 
about  bed-wetting  is  to  put  him  or  her  in  charge 


DiSPOfAhLE  ABSORBENT  UNDERPArTT! 
Over  65  lbs.  Lxxge 
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of  GOODNITES®  Absorbent 
Underpants.  Your  child  can  store,  put 
on  and  dispose  of  GOODNITES 
Absorbent  Underpants  and  let  you  know 
when  the  supply  is  low.  This  will  make  your  child 
feel  positive  about  taking  responsibility  and  help 
eliminate  the  helpless,  passive  feeling  that  often 
accompanies  bed-wetting. 


Allow  your  child  to  be  responsible 
for  storing  his  or  her  own 
GOODNITES  Absorbent  Underpants. 


because  GOODNITES 
Absorbent  Underpants 
are  quiet  under  clothing. 

Children  who  wear 
GOODNITES  Absorbent  Underpants 
feel  better  about  themselves  and 
that  makes  for  better  mornings 
for  everyone. 


' How  to  make 
^)C(i-weUing  easier 
to  control.  . 


• Watch  what  you  r child  dtinks 

Limit  liquids  after  dimer 
Drink  water,  not  juice 
orsoda 

• Avoid  soft  drinks  with 
caffeine 

• Put  child  in  charge  of  his 
orherownGoodNites* 
Absorbent  Underpants 

• Support  and  praise  will 
help  your  child 


Why  kids  like  GoodNites® 
^sorbent  Underpants. 

GOODNITES®  Absorbent  Underpants  are 
specifically  designed  for  larger  children.  They’re 
plain  white  and  go  on  and  off  like  regular  underwear. 
They  even  have  a back  label.  GOODNITES  Absorbent 


GoodNites®Absorbent 
Underpants  are  comfortable, 
easy  to  use  and  provide 
aJl-night  protection. 

Try  them  and  see  why  GOODNITES®  mean 
good  mornings. 


Underpants  offer  a trim,  comfortable  fit  and  are 
totally  discreet,  disappearing  under  pajamas  to  build 
your  child’s  independence  and  confidence.  Your  child 
will  not  be  embarrassed  by  crinkling  plastic  noises 


Look  for  GOODNITES 
Absorbent  Underpants 
m your  training  pants 
and  diaper  aisle. 


V • 


NEWIimproced  > 
Absorbent  fad 
hoidsinmore 
than  ever  and 
quiekfydnws 
wetneuaamy 
Aomyomr 
ehiUPSskim 


mvi 

Back  label 

Justiikereal 

mnderwear* 


Stretchable 
sides  provide 
a comfortable, 
snag  fit 


Discreet,  white 
outer  coter  looks 
and  feels  like 
underwear  and  is 
moisture'proof. 


Thin  Absorbent  Pad 
and  Leak  Guards 
offer  discreet, 
aibnightpn'tection. 


nSPOSABli  ABSORBENT  UNOOMNTS 


GOODMTES^mean  good  mornings. 


^HkvhmirCktk 


MMilMlMf  ^ CM|MI  EiykMOMMlktf  )1|1N6 


DISPOSABlf  ABSORBB^  UNOiRRANTS 


MMMk  W>r  ml  te  :«]  at  iffKiilcM 

t 0t> 

iOt 

WiifcToi4f»dBt|«<iP<ei'«fe*T‘«wtr*  ’ 
C(um  Wn)  <U9«  in  ««« ijpx' 

KC»tpM)nxil3C»n!i«(lc!U]*>(«»iprci  ff'niD  ^vr 
Off  cfeMtc>a)QDtw'<r  «v-i« 
SiiMtiMfcnt  tn4'*«|r.A*.»  pt'^i  *>  rWi 
I3BX0  1 fiKMOr*  Ori  U niiO  V.sj  «rrf 
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GOODNITES*  Questionnaire. 

You  can  receive  information  and  offers  from  GOODNITES*  Absorbent  Underpants  b)  completing  this  form  and  mailii 
to  us  at  the  address  below.  The  information  jx)U  provide  will  help  us  learn  more  about  the  absorbent  product  needs  of 
older  children.  The  answers  will  be  kept  conRdetitial  and  will  only  be  used  in  aggregate  to  help  us  better  meet  the  nee 
ofchildren  llko)'Ours.Thanlc)X)u. 

1.  How  old  is  the  child  usin^  absorbent  products?  Years 

2.  IsyourchildabojrorgirP  Boy Girl 

3.  Hck  maw  NIGHTS  in  an  awrage  welt  would  jour  child  nerd  an  absorbent  produd’  0 12  _ 3-4„,  5 7 

4 Does  ysxir  child  use  ahsorb?nt  products  during  Ih**  day’  Yes  _ _ No 

5.  How  many  absorbent  products  wuld  your  child  use  in  an  .-nfrage  24- hour  period? 

G.  Have  ywj  pu  rehased  GOODNITES®  Absorben  1 1 Jnderpanis?  Yes  _ . No 

7.  How  would  you  rate  yrnjr  satis  faction  with  GCX)DNITES  Absorbent  I Inderpam  s’  Very ‘Jtishcd  Nnrtral  Not  very  soiisficd 

Have  not  used  GOODNITES  Absorbent  Underpants  _ _ 

8.  Do  jsKi  plan  to  buy  GOODNITESAI)SGrbcnt  Underpant s again?  Yes No Havi  not  used (KX)l)?il7tSAlAurbeiilUn<leqMnls 

9.  What  utherabsorlietilpfodiKtsdoesyourcliikl  use?  Check  all  that  api>ly  Adult  disposable  iiKHitmeiueproilm  tv 

Washable  absorbent  products  _ Disposable  diapers Disposabletr^iiftgpaiits  _ 

Other  (please specify) . _ J..  . . . 

Mai!  to:  GOODNITES*Survuy  Name: 

* IH)^x  400029 

El  Paso. TX  88540-0029  ^ildrcss- 
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City: Slate. Zip  


p;:V;  Iitts16r4ijfr  transpot^^^  industry,  proudly  salutes  Troop 
#767SNS  as  truly  inspirational  cveiyrtoy  Heroes. 

If  you’re  intere 
in  a new  I 
fe^amily’si 


^(^turiesofour 


5- Year 

PEACE-OF-MIND 


^ i 1-.  V.  ■V.i-C-  * UV 

■ ■ . . . ■•■V  ' ■■  ■*  ^ 

. hrnmsWdrinafipf'^bo'itlRicon 

\ ■ ' ■ Meolclidir  lilts,  cnil . 

■ "'y^-  ■ ' '■•-  • 

' UniietUDlales  VlIanaila  flUniled  Kintidpm  • Norway 
Ricon  Cdrporalloff;  l2nS0lVlori{^te.'Sfe'el,  Padolnia,  CA  91331 
J'V.  . (81 8):809-75eBOul8i{ie,lJ^S.>  (818)  890-3354  Fax 


IERLC  BEST  COPY  AVAILABLE 


Therapeutic  Recreation 

EM  (December,  1994)  hopes  to 
establish  a community  leaeo.tion 
pmgmm  that  includes  children  with 
disabilities.  Specifically,  he  wanted 
to  kn/nv  hmv  established  progmnis  of 
this  type  were  operated  and  funded. 

I suggest  you  contact  the  National 
Recreation  & Park  Association. 
Specifically,  you  should  contact  this 
special-interest  section:  National 
Therapeutic  Recreation  Society 
(NTRS),  2775  South  Quincy  St.,  Ste, 
300,  Arlington,  VA  22206;  (703)  820- 
'4940,  (703)  671-6772,  fax. 

The  folks  at  NTRS  should  be  able 
to  advise  you  and  put  you  in  contact 
with  existing  progrz^  in  your  area 
Good,  luck! 

D.V.,  Oregon 

Early  Myoclonic  Encephalopathy 

M.D.  (Octobei;  1993)  imvte  about  her 
then  six-month'Old  son,  Austin,  who 


has  eady  myoclonic  encephalopathy 
(EME),  a mre  seizure  disorder. 
Austin  'ivas  conceived  while  his  par- 
ents wete  using  the  contmceptwe 
sponge  tvith  Notwocynol-9  spermi- 
cide. M.D.  ivas  hoping  to  find  moie 
infoimation  about  EME  and  otho’ 
paycnts  wiUh  whom,  to  correspond. 

I originaliy  wrote  to  you,  enclosing 
my  address  and  phone  number,  soon 
after  your  Search  letter  appeared  in 
Eocceptionol  Patent.  As  fate  would 
have  it,  you  called  me  the  day  of  my 
son’s  funeral.  That  must  have  been 
horrible  for  yoa  But  for  some  reason, 

I feel  closer  to  you  because  of  it  and  I 
would  really  like  to  get  to  know  you.  I 
know  you  also  sent  me  a letter,  but  I 
was  like  a zombie  for  a few  months 
after  my  son’s  death,  and  now  I can’t 
find  your  address. 

Our  lives  have  changed  a lot  in  the 
last  year.  Wlien  Danny  passed  away  in 
May,  I was  pregnant  Our  son,  Charlie, 


was  bom  in  September,  1994. 

Last  January,  I landed  a job  as  ser- 
vice coordinator  for  the  Arizona  Early 
Intervention  Program.  Several  agen- 
cies wanted  to  hii'e  me  because  of  my 
“service  coordinator”  experience  with 
Danny.  At  the  time,  I had  no  idea  I 
was  being  a service  coordinator,  all  I 
knew  was  that  my  son  needed  equip- 
ment, medical  supplies,  home  nursing 
care  and  more.  I found  that  I was 
more  effective  tlian  our  case  manager 
in  getting  reimbursement  g^provals, 
so  I did  my  own  legwork. 

At  one  point,  I had  approval  for  in- 
home  nursing  and  desperately  needed 
the  help,  but  there  were  no  state-con- 
tiBcted  nursing  registries  that  would 
provide  a nurse  for  more  than  two 
hours  at  a stretch.  So  I recruited  a dif- 
ferent nurses’  re^tiy  to  contract  with 
the  state  so  I could  have  a nurse.  I 
didn’t  know  this  was  service  coordi- 
nation— I thought  it  was  siuvival. 


continued  on  page  S8 
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. * ^ ■Hhey've  headed  safaris  in  their  neighborhood,! 

\ H park,  and  pondered  the  panthers  and  pythons^^^ 

/■  . ■ ’ ■ 

then  probed  along  the  surface  of  Mars  in  their  trusty  ' 

1 

all-terrain  vehicles.  They've  recovered  the  last  of  the 

m 

golden  keys  while  their  computer  proclaims  them 

heirs  to  the  realm.  Kid  Power'”  is  for  kids  making 

tracks.  A child's  tool,  like  a child's  toy  must  be  durable 

■■  i 

and  adaptable,  allowing  them  the  freedom  and  range 

.... 

to  explore  their  environment  creatively  and  indepen:^^ 

, Hvei'csi 

Jcnnines 

dandy.  Kid  Power™  is  tough  and  reliabla  with  a;  p 

1 

unique  styling  that  adfusts  to  your  child's  changing 
needs.  KM  Power™  is  easy  to  program,  with  precision 

t'  ' > 

Q 

■ 1 . 

controls,  accessible  battery  boxes,  controlled  tracking. 

■ - ■ 

a rugged  steel  frame  and  a host  of  options  that  allow 

Si 

kids  to  assert  their  individuality  and  lifestyle. 
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Association  of  Birth  Detect  Children;  Inc 
'bec0U5C  every'  birth  defect  has  a cquse' 


Name 

Address 

City/State/Zip 


Number  of  chiidren  you  have  with  wsabiuties, 


□ 

„ PI  ^^13  DURING  THE  COMBINED  FEDERAL  CAAAPAIGN 
^ WORKPLACE. 

Il^ 
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(1  qu<'‘st)ono'*'t-  atKl  . 

pC»Uiop<lfp  tt  04 j I poi'ent  fnat<jtiru)  ’ 

fi.  (ifl  out  the  roupon  onci  s(^nd  to 


Asiociation  of  Birth  Defect  Children;  Inc. 
827  Irma  Street 
OrfandO;FL  32803 


NOW  FEATURING  A 
Bus  Transport  Model 


lUEZ  AdjustabI*  High  Chair  Base 


* Thrje  Models 

* Grows  from 
inf  ant  to  age  7 

* Complete 
Positioning 
System 

Easy  to  fold 
Easy  to  transfer 
Easy  to  adjust 


1-800-388- 


5278 


732  Cruiser  Lane 
Belgrade,  Montana 
59714 
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RESPOND 


continued  from  j)(i(je  dti 

Another  time,  Danny  needed  respiratory  treatments  every 
two  hours  around  the  clock.  I made  it  through  48  hours 
before  I talked  the  insurance  company  into  paying  for  in- 
home  treatments  and  talked  the  respiratory  therapists  at  the 
local  hospital  into  doing  the  in-home  work.  Survival — ^not 
necessity — is  the  mother  of  invention.  I’m  glad  I learned  so 
much  from  Danny.  Now,  I am  able  to  share  my  knowledge 
and  abilities  with  other  families. 

How^  is  Austin  doing?  And  how  are  you  holding  up?  I am 
definitely  recovering  from  the  loss  of  Danny  and  I would 
like  very  much  to  get  to  know  you  and  your  family.  I hope 
you  feel  comfortable  writing  to  me;  and  if  you  call,  I 
promise  no  strangers  will  answer  my  phone  this  time. 

B.S.,  Atizona 

Editor's  Note:  Search  letteys  often  leceive  I'esponses 
monthSy  even  years,  aflo' publication.  Reade)s  who  have 
had  Search  letteis  published  at  any  time  should  make 
SU7V  Exceptional  PARENfs  editorial  office  (209  Hanayd 
St.,  Ste.  303,  Bivokline,  MA  02146)  always  has  a cuirent 
addiess  to  ^vhich  we  can  send  any  responses  we  leceive. 

Persistent  ATNR 

T.W.  (Maich  1995)  has  a 17- month-old  scm  with  ceiebml 
palsy.  Because  of  a vety  peisistent  asymmetrical  tonic- 
fleck  yyfiex  (ATNR),  his  right  hand  constantly  digs  into 
the  side  of  his  face.  Someone  has  to  hold  his  hand  dming 
play,  theyapy  and  feedings.  T.W.  wanted  advice  from  oth- 
eys  who  have  earpeyieneed  this  pyvblem. 

Over  the  years,  I have  taught  several  students  whose  abnor- 
mal reflexes  caused  them  to  hurt  themselves  or  others.  It  is 
heart-wrenching  to  watch  a child  pull  his  own  hair,  gouge  ills 
ear  or  cheek,  or  bite  through  his  lip  when  an  abnormal  reflex 
takes  over.  The  child  is  caught  in  a vicious  circle  where  the 
reflex  causes  pain  which  causes  an  increase  in  muscle  tone, 
which  strengthens  the  reflex,  thus  increasing  the  pain. 

ATNR  and  bite  reflex  have  caused  the  most  trouble  for 
my  students.  One  of  my  students  became  a ball  of  nerv’es 
for  fear  that  his  out-of-control  left  hand  would  scratch  his 
face,  pull  his  hair  or  scratch  his  eye. 

Here  are  four  suggestions  for  dealing  with  ATNR: 

First,  consult  witli  your  therapists  about  positioning.  Don’t 
be  afraid  to  try  what  may  seem  to  be  unusual  options. 
Different  things  work  for  different  kids,  even  for  those  with 
similar  patterns  of  movement  You  should  aim  to  reduce 
overall  tone  (the  level  of  tension  in  muscles  at  rest).  What 
might  seem  like  an  uncomfortable  position  to  you  miglit  be 
very  sootliing  to  your  son  if  it  frees  him  from  his  ATNR. 

Second,  try  splinting.  That’s  what  workea  t>r  my  student. 
His  therapist  and  I used  a ismall  fabric  Imee  imu -obilizer  to 
keep  his  left  elbow  straight  He  could  choose  tc  the 
splint  at  any  time — when  he  was  playing,  or  doing  artwork 
or  sc‘hoo)  work  that  excited  him.  Th(*  relief  he  felt  at  not 
having  to  worry  aliout  his  hand  translated  into  im  overall 
reduction  in  tone.  A word  of  caution,  thougli — make  sime 
all  your  son’s  caregivers  understand  the  uses  and  limita- 
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tions  of  splints.  Splinting  should  be 
used  only  to  enable  the  child,  never  to 
restrict  the  child  or  to  reduce  the 
amount  of  supervision  he  receives. 

Third,  I have  seen  various  barriers 
used  to  keep  the  offending  hand 
away  from  die  head.  Perhaps  you 
could  extend  a padded  barrier  from 
your  son's  head  rest,  or  over  his 
shoulder  from  the  back  of  a position- 
ing chair.  When  he  goes  into  an 
ATNR,  his  hand  will  press  against 
padding  instead  of  his  head. 

Finally,  your  reaction  to  the  ATNR 
is  important.  If  you  become  anxious 
and  view  the  problem  as  a struggle, 
your  son  will  imitate  you.  Anxiety 
raises  tone  and  increases  the  proba- 
bility of  reflex.  Explain  the  situation 
matter-of-factly  to  your  son  in  a way 
that  he  can  understand,  and  assure 
him  that  you  and  his  therapists  will 
find  a way  to  help  him  control  the 
reflex  and  avoid  pain.  During  activi- 
ties, be  calm  and  positive.  Give  him 
the  support  he  needs  and  focus  on 
the  task  at  hand,  not  on  the  ATNR. 

C.H.,  Ftoiida 

Editor's  Note:  Seating  and  position- 
ing expeit  Elaine  TrefleVy  M.Ed.y  OTR 
ivvietved  this  response  for 
Exckptionai.  Parent.  In  addition  to 
the  many  good  suggestions  fivm 
C.H.y  Elaine  notes  also  that  some 
chUdien  unth  ATNR  may  find  it  use- 
ful to  tuck  an  arm  under  a wheel- 
chair tray  to  keep  it  out  of  the  imy. 

Dandy-Walker  Syndrome 

C.K.  (April  1995)  have  a five-year-old 
son  nrith  a mrlant  of  Dandy-Walker 
syndixnne.  Doctois  say  C.K.  and  her 
husband  cany  iecessi\)e  genes  for 
this  disotder.  Since  C.K.  and  het' 
husband  would  like  to  have  a second 
childy  they  wanted  to  hear  fivm  fam- 
ilies who  cany  a ivcessive  gene  for 
this  condition. 

Sometimes,  children  are  diagnosed 
with  a variant  of  Dandy- Walker  syn- 
drome but  really  have  Joubert  syn- 
drome. In  tlie  past,  it  could  be 
difficult  to  differentiate  the  two  con- 
ditions, however,  this  is  changing  as 
more  research  is  done. 
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Joubert  ^drome  is  genetically 
transmitted,  and  a decision  about  hav- 
ing more  children  is  always  difficult 
We  had  a healthy  baby  girl  after  our 
older  daughter  was  bom  with  Joubert 
syndrome.  I firmly  believe  that  the 
decision  about  another  pregnancy 
depends  on  wliat  each  couple  thinks 
they  can  handle.  They  need  to  be  pre- 


pared for  either  possible  outcome. 

I am  the  founder  of  the  Joubert 
Syndrome  Parents-In-Touch 
Network  (12348  Summer  Meadow 
Rd.,  Rock,  MI  49880;  906/359-4707). 

If  you  would  like  more  information 
about  Joubert  syndrome  or  our  orga- 
nization , you  can  contact  us. 

M.V.D.y  Michigan 


A child’s  well-being  is 
a sacred  trust. 

We  work  to  earn  that  trust  by  providing  a pediatric  team 
which  includes  board  certified  pediatricians  in  almost 
every  known  specialty.  That  is  one  reason  why  we  were 
designated  by  the  State  of  New  Jersey  as  the  Children’s  Hospital 
for  Bergen,  Morris,  Passaic,  Sussex,  and  Warren  counties. 


Our  Pediatric  Services  Include... 


• Adolescent  Medicine 

• Apnea  Center 

• Bronchopulmonary 
Dysplasia  Treatment 

• Child  Development 
Center 

• Child  Life  Specialist 
Service 

• Children  and  Youth 
Program 

• Craniofacial  Center 

• ] ^iabetic  Care 

• Early  Intervention 
Program  (EIP) 

• Genetics 

• Maternal/Infant 
Transport  Service 


• Myelomeningocele 
Treatment 

• Neonatal  Intensive  Care 

• Neonatology 

• Pediatric/Adolescent 
Psychiatry 

• Pediatric  Allergy/ 
Immunology 

• Pediatric  Anesthesiology 

• Pediatric  Cardiology 

• Pediatric  Dialysis 

• Pediatric  Endocrinology 

• Pediatric  Gastroenterology 

• Pediatric  Infectious 
Diseases 

• Pediatric  Intensive  Care 

• Pediatric  Nephrology 


• Pediatric  Neurology 

• Pediatric  Nutrition 
Program 

• Pediatric  Ophthalmology 

• Pediatric  Pulmonology 

• Pediatric  Residency 
Program 

• Pediatric  Rheumatology 

• Pediatric  Subspecialty 
Clinics 

• Pediatric  Surgery 

• Pediatric  Urology 

• Perinatology 

• Regional  Perinatal 
Center 

• Swallowing  Center 


-Wc.. accept  most 
insurance  plans. 

■ Easily  accessible  via 
most  major  roadways. 

* Wo  offer  both  an  on- 
^sitc  garage  as  well  as 
valet  parking.' 
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At  Devereux . . . 

a helping  hand  is  just  a phone  call  away 


1-800-345-1292 


In  a nationwide  network,  Duvereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


Locations:  Arizona,  Caiifornia, 
Connecticut,  Deiaware,  District  of 
Coiumbia,  Fiorida,  Georgia,  Maryiand, 
Massachusetts,  New  Jersey,  New  York, 
Pennsyivania,  Tennessee,  Texas 


For  information  and  assistance, 
contact  Nationai  Referrai  Services 
1.800-345-1292 


O 
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New  books  help  parents  provide 
future  security  and  happiness  for 
their  child  with  a disabiiity 


Easy  CO  read  and  understand,  an  essential  book, 
Plaufut\^  For  The  Future,  describes  in  careful 
detail  the  steps  that  parents  should  take — from 
residential,  employment  and  social  options  to 
legal  and  financial  elements — to  ensure  the 
future  quality  of  life  for  their  child.  Highly 
acclaimed  for  its  original  introduction  of  the 
Letter  of  Intent!  The  1995  edition  is  now 
available. 

What  are  people  saying  about  this  book? 

“For  the  last  25  years,  I have  worked  with 
parents/families  in  varying  administrative  roles 
responding  to  their  questions  and  concerns 
regarding  the  future  of  family  members  who  have 
disabilities.  Always  I wished  I would  have  had  this 
type  of  information  available.  This  book  is  very  well  written  and  I really  can’t 
think  of  a piece  of  information  that  is  missing.” 

— Sister  Elaine  Weber,  O.S.F,  Executive  Director, 
St.  John's  Villa,  Carrollfon,  Ohio 

“Expert  information  on  this  very  important  often  complicated  topic.  Very 
valuable  for  parents  and  professionals.” 

— Stanley  D.  Klein,  Ph.D.,  Ediior  in  Chiit,  FlscurriosAi.  ParumMacazisu 

“Planning  is  this  book’s  overriding  feature — no  matter  what  the  disability  or  how 
small  or  large  the  income,  if  there  is  a well-considered  and  thoughtful 
plan. ..children  with  disabilities  will  have  a greater  chance  of  enjoying  the  best 
possible  health  and  security.  This  book  is  a must  purchase  for  all  parents  who  have 
children  with  emotional,  physical,  or  mental  disabilities.” 

— LliCAI.  l\l  ORMATIOX  ALHRr 

“A  comprehensive  publication  which  presents  an  easy  to  follow  approach  to 
addressing  vital  questions  and  burning  issues  that  caregivers  and  consumers 
encounter.  A must  for  every  piofessional  in  the  field  of  mental  retardation.” 

— B.R.  Walker,  Pm.  D.,  Past  President, 
Amerk:an  Asscx'iation  or  Mental  Retardation 

“Using  this  book  is  probably  the  single  most  important  planning  step  that  you 
can  take  for  your  child.” 

— Professor  Kenneth  Friedman,  from  a review  in 
Tiu  Associaiiosior  Pursossw irn  S!A  !:r!:  Has'dicaps  (TASH)  Si'AvsLinriiR 


Planning 

■'“'"‘Future 


PROVIDING  A MEANINGFUL  UIB 
fORACHUD  wrm  a DISABIUTY 
AFTER  YOURDEATH 


K in  \finK\n’ 

n [•>  y i,K  W i »RM:>  ' 
M /\\\t  M.  KK‘ 
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The  Life'  0^^  Workbook  is 
, designed  ^ ajiiancisr<>ri\w^ 
to  guide  parents  . through  the 
planning  prdcjcsscBy 
the  various  parte  of  the  workbook, 
paiente  can.  put  what  they  learn  in 
Ptannhtg  ForT^te  Future  to 
’ iise.  The  workbook  enables  p^nts 
to:  convey  critical  inforniation 
ubout  thieir  child  to'  future 
caregivers;  calculate  their  child’s 


lifetime  financial  needs;  organize 
then  affairs  to  permit  continuity  of 
care  for  their  child  after  their 
death;  save  time  and  money  by 
preparing  iii  advance,  to  me^  with 
attorneys  and  other  advisors,  71^e 
yjjfe  Plontiittg  Workbook  can  be  used 
separately  or  in  conjunction  with 
Ptannif^  For  The  Future. 


To  order  your  copy  of  Planning  For  The  Future  or  The  Life  Planning  Workbook- 
Call  1-800-247-6553  (credit  card  orders  only)  or,  send  your  check  for  $24.95  per  book  (be  sure  to  include  your  address) 

9lu8  $3.50  each  for  shipping  to: 

American  Publishing  < ompany  ♦ I’.O  riox  988  • Evanston,  Illinois  • 60204-0988 
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Phonic  Ear  Answers  The  Age-Old  Question: 

What  To  Wear?! 


The  FreeEar*  BTE-FM  System 

Made  From:  100%  FM  & 0%  Cords  ♦ One  Size  Fits  All  Listening  Occasions 


Teens  have  been  making  a case  about  body 
worn  FM  systems  for  years,  so  now  we've 
made  ours — to  be  worn  behind  the  ear. 

And  with  every  FreeEar*  kids  of  all  ages 
can  join  the  Oticon  4 Kids  Club  and  receive 
free  t-shirts,  book  covers,  special  BTK-si/c 
stickers  and  much  more. 


Call  TODAY  for  more  information: 

Oticon,  U.S.  800-526-3921 

Phonic  Ear  Inc.  U.S.  800-227-0735 
Phonic  Ear  Ltd.  Canada  800-263-8700 

FreeEar  is  manufactured  by  Phonic  Ear  Inc. 
for  direct  distribution  to  educational  institu- 
tions. Retail  distribution»by  Oticon,  Inc.  in  the 
U.S.  and  Phonic  Ear  Ltd.  in  Canada. 
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Coming  thtou(^l  Thrae'^oar* 
oldfUKiMAhraMahoota  . 
down  a sikla  at  tho 
playground  at  McDoniid^  - 
one  of  her  vary  favorlto  hansh 
outs.  Rach^,  who  has  k>W 
muscte  tone,  hip  dysplasia  and  v 
fadai  dysmorphia, 
nosed.  She  comnas^^ 
using  a combihatkm  of  sign 
language,  speech,  ^ augpieiv 
tative  cofimmicailon  device^ 
and,  in  this  case,  her  broad 
smile.  Rachel  lives  wHh  her 
parents,  DavM  and  GArmy;  in 
Bemidii,  Minnesota. . 


And  now,  coming  down 
the  track,  in  his  third  year 
of  Soap  Box  Derby 
competition...  if s Jeffrey 
Steward  Jeffrey,  9,  of 
Jamestown,  New  York 
races  in  one  of  four  dual- 
controlled  cars  purchased 
by  the  Masonic  Blue 
Lodge,  Chautaugua 
District,  for  use  in  the 
Special  Olympian  Division 
of  the  annual  competition. 
Jeffrey,  who  has  autism, 
loves  participating  each 
year  and  wears  his  sou- 
venir T-shirt  and  helmet 
with  pride. 


Would  you  liko  to  share  a favorite  candid  snapshot  or  slkts  of  your 
child  and/or  family  with  other  readers  of  Exceptional  PAREtrr?  Send  it  to: 
Readers*  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  chiid*s  full  name,  age  at  the  time  photo  was 
taken,  address  and  daytime  phone  number,  and  identify  everyone  in  the 
photo,  if  you  like,  you  can  also  write  a few  sentences  about  your  child. 
Then  look  for  a familiar  face  in  an  upcoming  issue! 
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Chfistopher  Metcalf,  4, 
sports  the  cap  of  his 
: ;V;  h(mieteam--4he  Colorado 
ilockies.  An  avid  baseball 
fan,  four-year-oW 

- 

parenits  and  big  sister, 
^Larissa,  In  Uttieton, 
- .jpptqredo.  Christopher  has 
V aiqw-grade  astrocytoma 
: brain  tunrior,  and,  due  to  a 
stroire,  tWs  left-side  weak- 
iiiM  and  devek)pnienW 
delays.  He  attends  an 
inisgrated  preschool. 


Tiptoeing  through  the  pages, 
Kayla  FeUda-Marie  Ailain 
doesn't  let  anything  keep  her 
from  her  favorite  pastime — 
reading.  Kayla,  18  months, 
was  bom  without  arms  but 
has  found  that  her  feet  work 
just  as  well.  Better  known  as 
*"Sunshine,"  Kayla  lives  in 
New  Orleans,  Louisiana. 


horsernan  Brian  Crane  is  riding  high  on  **Roz,"  his 
retiaterid  Shetland  mart,  lad  by  11-year-okt  brother,  Mike. 
Wm,  4,  has  carsbral  palsy  hydrocephalus  and  a seizure  dis- 
giBasTlMliii^ttveeinShek^  Vermont. 
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For  Students  with  Autism,  Behavior  Disorders  or  Mental  Retardation 

The  New  England  Center  for  Autism,  is  a community-based  education  center  providing  day  and  residential  programs  for 
students  aged  3 to  adult.  Classes  in  communication,  daily  living,  academics,  employment  and  social  skills  are  taught  in  1:1  and 
low  staff-to-student  ratios.  Our  norvaversive  approach  is  designed  to  bring  children  out  of  the  severe  isolation  imposed  by  their 
disabilities  and  prepare  them  for  productive,  working  lives  in  their  own  communities.  The  central  educational  facility  of  The 
Center  is  located  just  20  minutes  west  of  Boston,  in  Southboro,  Massachusetts,  with  13  attractive  student  homes  in  nearby 
communities.  We  are  less  than  3 hours  from  most  eastern  states  and  accept  appropriate  students  fiom  anywhere  in  the  US. 


EARLY 

INTERVENTION 

Make  a better  future  for  the  young 
child  with  Autism,  PDD  and  Behavior 
Disorders  in  your  life.  At  the  primary 
level,  our  residential  program  focuses 
on  children  ages  3-12.  Students  are 
taught  using  proven  intensive  instruc- 
tional techniques  based  on  applied 
behavior  analysis.  Studies  conducted 
nationwide  have  shown  the  signifi- 
cant impact  this  type  of  program  can 
make  on  the  young  child’s  develop- 
ment. This  short-term  placement, 
combined  with  our  individualized 
transition  programs,  provides  an 
avenue  to  return  children  to  their 
homes  and  public  schools  with  the 
skills  to  grow  and  thrive  in  integrated 
settings. 


INTENSIVE 

PROGRAMS 

Many  of  our  students  arrive  at  The 
New  England  Center  for  Autism 

after  having  had  a long  history  of 
rejection  and  failure.  With  us  they 
receive  intensive,  positive,  behavior- 
ally  oriented  treatment  that  focuses 
on  developing  the  coping  skills  and 
appropriate  behaviors  which  enable 
them  to  live  and  work  successfully 
with  minimum  support,  intensive 
Program  students  participate  in  the 
full  range  of  academic,  community, 
and  recreational  activities  provided 
for  all  of  our  students. 


For  more  information  please  contact 

Catherine  M.  Welch,  MEd, 
Director  of  Admissions. 


BEHAVIOR 
DISORDERS  UNIT 

Our  staff  understands  how  much 
can  be  gained  when  children  develop 
a positive  self-image,  and  we  work  to 
make  that  a reality!  Our  Behavior 
Disorders  Gnit  has  successfully 
bridged  the  gap  between  programs 
that  traditionally  serve  students  with 
emotional  disturbances  and/or  psy- 
chiatric disorders,  and  programs  that 
serve  students  with  Developmental 
Disorders  and/or  Autism,  We  combine 
individual  and  group  counseling  with 
sound  behavioral  techniques  to  pro- 
vide comprehensive  educational  and 
social  development  programs  for  ail 
students,  with  a strong  focus  on  self- 
monitoring, choice  and  responsibility. 


33  Turnpike  Road,  Southboro,  MA  01772  (508)  481-1015 

Just  20  miles  from  Boston 


We  Can  Make  A Difference!  * 
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WearBterBo^MildtoModenne 
Incontinence.  8 oz.  capacity. 


Wear  Ever  Missy:  Mild  to  Moderate 
Incontinence.  8 or.  capacity. 


WEAR*EVER" 

The  Freedom  To  Go  wherever  you  wish" 

Introducing  WEAR«EVER  “ The  first  family  of  washable,  reusable 
incontinence  underwear  that  outperforms  disposables. 

The  secret?  WEAR»EVER  underwear  is  made  exclusively 
with  HypersorbT  a revolutionary  fabric  with  extraordinary 
absorbency  and  quick-drying  properties. 

In  fact,  WEAR*EVER  undenvear  holds  up  to  450cc  of 
urine -15  ounces-  without  leakage,  and  that  means 
greater  comfort,  confidence  and  freedom. 

Plus,  WEAR»EVER  underwear  can  be  washed  up  to 
200  times  without  losing  its  absorptive  powers.  Which 
means  you’ll  save  at  least  $1,300*  a year  over 
disposables. 

WEAR»EVER.  All  sizes.  Lightweight.  Fashionable. 
Environmentally-friendly.  And  guaranteed  for  one  year  or 
your  money  back. 

To  order,  or  for  more  information,  please  call: 

1-800-550-4MOM 


Wear  Ever  MhUp:  For  Severe 
Incontinence.  15  oi.  capacity. 


V/SA 


nHiHEALTHCARE PRODUCTS  INC. 

307  Bacon  Road  • Rougemont  NC  27572  < 

• Based  on  research  by  TMl. 
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Wear  Ever  Butterfly: 

For  Severe  Incontinence 
15  m.  capacity. 


(91 9)  477-1 387  • Fax  (91 9)  477-2294 
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Freedom  Designs,  Inc. 


4 


RECLINE 

S^luU^K  OffSfS 

an  incremental  recline. 


TILT  AND  RECLINE 

The  frame  can  be  reclined 
and  tilted  simultaneously. 


om  Designs,  Inc.  2241  Madera  Road  ♦ Simi  Valley,  CA  93065 
ne  (800)  331-8551  ♦ (805)  582-0077  ♦ Fax  (805)  582-1509 
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Braun  has  lec^y 
tdeas^  a hdpful  booklet 
e»litled"Guiddmes''.  U ' • 
yduatesedcingaft 
arbpt^  vehkile,  Qtis  is 
^ an  Bxcdlent  wsouwe  fwi . * 
i^'cquipmeiit^ec^  i , . 
at)id  funding  ! 

M»ource8y,^;»tor 
veWdetelatesare 
^ , aJto  listed  In  titis 
comprdiensivc 
booklet 
^ukWines"  b availabteat  no 
dhttv  by  calling  Braun  toU  free  at  tf- 

Ttheuft. 
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Entervan' 


The  relkbility  and  performance  of  the  new  dectromedmical  kneding  system  sds  the  Braun  EtUervarf* 
apart  from  other  bw  floor  conversions.  The  Broun  Cbrjmdm  has  a brgesdectionc^Enteroan^  h 
converted  and  ready  for  delivery. 

Rounding  out  Braun's  complete  mdh 
ility  package,  the  new  rear-entry 
Wmdstar  Entenwn”  » the  economical 
choice  for  the  couple  or  small  family. 


International  Leader  in 
Personal  Mobility  Products 


No  matter  what  your  needs,  Braun  has  a 
mobiKty  system  designed  for  yoa  Tlie  ori- 
ginal Iift-/VWay*  platform  lift  is  a reliable 
performer  proven  with  over  two  decades  (rf 
use.  For  greater  ambulatory  and  cargo  access, 
we  offer  the  Swing-A-Wa^.  The  lift-A-Way 
D/C  rounds  out  Braun's  lift  sdeclion.  And, 
for  the  person  who  transfers/  the  Braun  Qiair 
Toppei*  conveniently  stores  a conventional 
folding  wheelchair  out  <rf  your  way. 

The  Braun  Corporation.  MoKlity  at  its  best 


The  Braun  Corporation  has  established 
their  products  as  the  benchmark  for 
International  Personal  Mobility.  Now,  with 
the  introduction  of  the  xexclusive  decbro- 
mechanical  kneeling  system,  the  Braun 
Enlervan“  offers  a new  levd  of  reliable 
mobility. 

The  dectromechanical  non-air  kneeling 
system  automatically  lowers  the  rear  of  the 
vehide  while  the  door  is  opening.  This 
design  utilizes  Chrysler  coil  springs  instead 
d sSihags,  and  automatically  returns  to 
normal  driving  hdght  when  the  door  doses 
or  when  the  vehide  is  taken  out  of  park. 

Even  in  the  event  of  dectrical  failure,  the 
naechanical  override  will  return  the  vehide 
from  the  kneeled  position. 

Braun  has  a large  selection  of  Entervans"  in 
stock,  converted  and  ready  for  delivery. 

Call  1-80Q-THE  LIFT  for  more  information 
and  the  AIFStar  Distributor  nearest  you. 

The  BrauH  Corporation  1$  the  inUmationat  /a  Vr  i«  moW/ify  products.  With  four  diviskms  mid  a tivrldwide  AU-Star  Distributor 
network,  tt*c  are  positioned  to  provide  the  etfuipitent  atut  service  you  need,  Our  commitment  to  your  Mtafacthn  » supported  by 

our  TfcwYmr  Worry^Free  Umtted  Warrmtty  Jimpty  - 'f  J-aOO-TH£  LIFT  for  the  Brmm  AJFSHr  nearest  you. 


“Providing  Access  to  tne  wona 


ITIMMIIUII 
KOlPOMTIOil. 

I Access  to  the  World" 


#oiibCdfport»HdqB:  P.O.ic»310  WVmh*#c.  W UW 
t ttifi  H»4iM  MX 


OMAMMer.  a UM  HtrtInfMn  CA  USA 

t IMS  Th«  Braun  CofpofaSon,  tne. 
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After  we  (iwppcd  Samh  ojft  I sat  in 
the  car  and  cried.  Actually,  I sobbed. 
All.ofthe  frn.stmtion,  an.rietij,  fear 
and  lore  went  tlnxmyh  my  body  in 
ones^xi.sm  after  another.  I )X*mem- 
bered  all  the  sleepless  nights,  doctor's, 
hospitals,  sjm’ial  diets,  roniit  and 
diarrhea.  Then  there  wav  all  the 
wonls  I could  handy  .spell — hyper- 
ammonemia, urea  cycle  dejicie) icy, 
ornithine  tmnscaitam ylase. 

But  I also  ivmentbeml  all  the  tender 
moments  with  Samh — her  giggles 
and  laughs,  her  teasing,  her  lore  and 
her  coniage. 

After  M ymis  of  tiring  at  home. 
Samh  was  now  enmlled  in  a resideir 
tial  school,  f missx^l  her  ahead y,  and 
as  tea  IS  jxnnvd  down  my  face  and 
old  emotions  swilled  aivnnd  me,  a 
whole  ncir  .set  offeais  jum^ied  in — 
who  would  watch  and  pixitect  her, 
check  her  diet,  hold  her  hand,  help 
herd  less  in  the  moniing  and  kiss 
her  good  night  ? 


Oi 


In  the  familial* driv^e  to  pick  Sm*ah 
up  for  a weekend  visit  home.  I 
turn  off  the  radio  mid  roll  down 
the  windows  on  a l)eautiful  September 
afternoon.  I w'ant  to  write  about  my 
life  witli  Siirali,  but  how  do  I wiite 
about  something  that  is  as  much  a 


part  of  me  as  breathing*? 
Fin  still  reflecting  on  oiu* 
life  together  as  I pull  into 
the  same  parking  lot 
where  I sat  crying  five 
years  earlier  I turn  off  the  car,  settle 
back  and  let  the  memories  wash  over 
me.  I don’t  have  to  go  looking  for 
Sarah — I know'  I will  hear  her  long 
before  I see  her... 

Life  with  Sarah 

Sarali  has  a 
deficiency  of  a liver 
en^ne  called 
oniitliinc  transcar- 
baniylase  (OTC) 
which  is  critical  to 
protein  metabolism. 

The  condition  is 
claissified  as  an  urea 
cycle  disorder  (see 
sidebar,  page  50). 

By  the  time  Sarah’s 
condition  was  diag- 
nosed, she  had  suf- 
fered irreparable 
brain  damage. 

Life  with  Sarah  is 
much  w^hat  it 
must  be  like  to  b(' 
a Siamese  twin. 

She  is  all-consum- 
ing; her  moods  

affect  my  own.  If  Sarah  tugs  to  the 
riglit,  I have  to  follow;  if  I want  to  go 
to  the  left,  I have  to  pull  her  along. 

Small  trips  to  the  store  can  become 
m£yor  events.  Sarah  may  get  scaicd 


Sarah,  13  months,  enjoys  a wagon  ride. 
By  the  time  her  condition  was  accurately 
diagnosed,  at  18  months,  irreparable 
brain  damage  had  occuned. 


i Fathers*  Voices  is  a mjularfeatmv  of  ExcEi^tONAL  Parent  magazine.  'This  column, 

I cooidi noted  by  James  May,  Pioftrt  Diivclor  of  the  National  Fatlver's  Netwoik,  focuses 


enj'atheis*  avpcriei ices  ivaying  ckHdivn  with  special  needs.  Your  contributions  to  this 
c ^umn  am  encoumged. 

f'yrmore  htformation  about  the  National  Fathers*  Nehvoik  (NFN)  or  to  ivceive 
their  newsletter,  write  or  call:  National  Fatheis^Nrtwoiic,  The  KimUwing  Center, 
W120NE.  Eighth  Shvet,  Beihwiic  WA  98008.  (206)  747-4004  or  (206)  284-9664 
(fcKV).  Funded  by  a Maternal  ami  Child  Health  Bureau  gmut,  the  NFN  pm  rides  net- 
vvrk  7 op2xni  unities  for  fatheis;  deiwlops  .supjxni  and  menton , ig  programs;  a lul 
cnah  s (urricutum  pmnioting  fathers  as  signij'icant,  nurturing  people  in  their  chil- 
divn*s  and  families*  lives. 
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and  scream  hysterically,  or  she  may 
decide  she  wants  a piece  of  candy  and 
have  a full-blown  tantrum — sitting  in 
the  middle  of  an  aisle  and  screaming 
at  the  top  of  her  lungs. 

Because  Sarah  is  hyperactive,  play- 
time usually  becomes  a constant  state 
of  tunnoil.  In  trying  to  relate  to  other 
kids,  she  pokes,  hits  and  aggravates 
others.  Her  Mendly  personality,  how- 
ever, must  somehow  pull  her  through 
because  most  kids  develop  a real 

affection  for  her. 

Sarah  is  one  of 
the  most  loving 
people  I know.  She 
thrives  on  people, 
and  plays  hostess 
at  most  paities, 
intiXKlucing  herself 
to  everyone.  In 
fact,  she  has  a 
dynamic  personali- 
ty. You  always 
know  when  Sarah 
is  around. 

Life  witli  Sarah 
is  full  of  emo- 
tions— often  all 
mixed  together  at 
the  same  time — 
from  love  to  hate, 
from  ^ainc  to 
— - - calm,  and  every- 

thing in  between.  This  dichotomy  of 
emotion  is  symbolized  by  my  two 
greatest  fears — the  fii'st,  that  Sai^ 
will  die,  and  the  second,  that  she  will 
outlive  Pam  and  me, 

A joint  effort 

No  part  of  my  life  escapes  the  effects 
of  Sarah — family  life,  sodal  life,  basi- 
ness  life,  mairiagc  and  sex  life.  It  has 
been  a joint  effort,  witli  my  wife,  Pam, 
taking  the  bnmt  of  it  and  the  rest  of 
us  pitching  in,  For  tJio  fmiiily,  it  h?is 
IxH'n  a shiired  sacrifice.  Vacations 
were  nonexistent  w'hen  Sai*ali  lived 
with  us;  even  little  things  like  mo*vies 

nmlninrd  on  {Kiffn  nO 
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diki  i^tes  towat^  ^ puidiase  ^ adaptive 
equipment  Chi^’49^  Corporation 

Autbmot^ty  Pn^rant  AA  yot^  local  Braun 
distributor  about^c^  . 


Braun  has  recently 
rdeasedahdpfiu 
booklet  entitled  . 
'^mdelines'Mfypu 
are  seeking  an 
adapted  vdudey 
I this  is  an  excellent 
\ \ TCSouitefor 
equipment 

^'^^^declkmand  jv'^ 
^ mdlng  sources., 
AUsourceslor 
motor  vrfiide 
reba^  are  also  listed  in  this  vr 
comprehensive  boddet.  'tiukidines"  is 
available  at  IK)  diatge  by  eating  Ikaun 
tonfieeatl^THBUPr 


Ihe  seat  extends  20^' and^ttits  lotwaxd  a fuO  6^^ 
to.make  boaxding  safe  and  easy  Once  oh  the 
seat  you  are  smoothly  lai^  into  tive  vi^ude* 
by  pressing  tite  cpnvtitienfly  mounted  switch 
All  you  have  left  to  dp  is  manually  lotate  into 
the  forward  facing  position.  To  exit^  the 
prqcedi^issi^ 


For  more  information  on  the  Cc«n)^on  Seat® 
or  other  Braun  mobility  j^uctSy  call  us  today 
at  l-fiO(^THE  DFE^We  will  give  you  the  name ' 
aiKi  k)catipn  distiiwtore 


Now  more  than  ever/mObility  ^ dne  of  the 
nK»t  important  thii%s  In  your  life.  Let  Braun 
and  the  Companbn  Seat®  be  the  answer  to 
yourneecb; 


The  Companion  Seat®  utilizes  your  van’s 
original  kAi,  hti  refidaces  the  existing  seatbase 
witila^miqitepcwerba^.^  Whenndtneededy 
it  functions  edoctly  as  tire  passenger  seat^  This 
feature  makes  it  for  active  fanulks  with 

odyonemeinberwhop^^  Andy 

as  always,  Braun  thoroughly  tested  the 
Con  tp^n  Seat*  to  meet  all  appticabte  federal  ^ 
motor  vdikk  saMy  sundbm 


PafttrtsPpwfeig 
“providing  Access  to  the  World” 

tar  . 
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HunbhjioAiljkn  CAUSA 

TV  SrawH  tHt  {mt€nf4tionai  fd  Wftkjviff  wortMfe  tUitf'ibuhM^  tu^iwork,  w 

mt  ^rtWrf  to  tfwf  jTTtvcfS  ymi  need:  Ottramthitmt  to  ycurwtH$fiKtiiM  H $ho  htppofiti  fyw  T^wf- 

Viwf  UPf  f»r  ihr  Bmm  dmkr  ntmmi  yM. 
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More  About  Urea  Cycle  Disorders 


( 

! 


-i 


A urea  cycle  disorder  is  one  of  six  gerietic  disorders  causing  an 
enzyme  deficiency  in  the  urea  cycle.  The  ur^  cycle  is  the 
body’s  way  of  breaking  down  excess  protein  into  urea,  which  is 
eliminated  from  the  body  with  urine.  The  urea  cycle  requires  dif- 
ferent enzyrnes,  but  when  orre  of  these  enzynries  is  missing,  it 
creates  a bkjckage  In  the  cycle  that  results  In  the  build-up  of 
ammonia  in  the  blood.  The  highly  toxic  excess  ammonia  (known 
as  hyperammonia)  reaches  the  brain  throu^  the  blood  wiiere  it 
may  cause  irreversible  brain  damage  and/or  death. 

One  in  every  25,000  children  is  affected  by  a urea  cycle  dis- 
order, Many  physicians  believe  there  are  many  more  cases,  but 
they  are  not  properly  diagnosed. 

The  effects  of  a urea  cycle  disorder  usually  do  not  appear 
until  after  the  first  24  hours  of  life.  At  that  point,  the  infant 


coiUhnied  from  pacjo  4H 


becomes  lethargic  and  begins  vomiting.  Soon  after,  seizures, 
decreased  muscle  tone,  respiratory  distress  and  coma  may 
occur.  Death  generally  occurs  if  rro  Immediate  intervention  Is 
taken  to  decrease  the  ammonia  level.  Cases  where  symptoms 
appear  at  later  ages  may  be  caused  by  a partial  (rather  than 
total)  enzyme  deficlerrcy. 

Treatment,  individualized  for  each  child,  generally  consists  of 
a low-protein  diet  and  the  use  of  medications  whi(^  provide 
ammonia  removal.  Prompt  treatment  may  prevent  brain  dam- 
age and/or  death, 

77?/s  information  was  provided  by  the  National  Urea  Cycle 
Disorders  Foundation,  RO.  Box  32,  Sayreville,  NJ  08872,  (800) 
386-8233, 


were  few  and  far  between. 

But  I have  watche^  my  other  kids 
grow  up  with  a strong  sense  of  moral 
and  emotional  strength.  Living  through 
crisis  after  crisis  teaches  priorities. 

Our  marriage  has  come  close  to  the 
breaking  point  more  than  once.  It  was 
hard  enough  when  Pam  gave  birth  to 
twins — Sarah  and  her  brother, 
Michael.  But  Sarah’s  disease  was  truly 
traumatic.  She  had  lapsed  into  comas 
twice  by  the  time  she  was  18  months 
old.  She  couldn’t  sleep  and  would 


thrash  and  cry  all  night  long. 

The  doctors  were  brutal  on  Pam, 
telling  us  that  Sarah’s  problems  were 
the  result  of  some  sort  of  psychologi- 
cal mother-daughter  syndrome  (fimny 
how  they  never  thought  it  was  a 
father-daughter  syndrome).  They 
ignored  the  fact  that  Sarah’s  twin 
brother  was  a happy,  healthy  baby. 
The  doct.oiB  put  Sarah  in  the  hospital, 
told  us  to  stay  away  and  force  fed  her 
until  she  was  comatose  and  paralyzed 
on  her  right  side.  Only  then  did  the 


doc*tors  decide  maybe  it  wasn’t  psy- 
chological, llie  end  result — besides 
an  irreparable  assault  to  Sarah’s 
brain — ^was  an  emotional  cauldron  of 
guilt,  betrayal,  bitterness  and  hatred 
that  Pam  and  I must  dance  around. 

Constant  stress 

Romance  and  sex  were  something  I 
saw  only  on  soap  operas.  Pam  and  I 
had  no  time  to  be  alone.  In  18  years, 
we  had  only  one  vacation  as  a couple. 
A night  at  the  movies  or  dinner  alone 


coiitiuiied  on  paqr  5:3 

NEWTHERnPEOTIC  miCfCLl 


• Developed  for  Children  with  Cerebral  Palsy  and 
other  special  iiceds. 

• University  studies  show  children  improve  gait  and 
increase  self  esteem  during  use. 

• Available  in  3 sizes  and  adjustable  for  growth. 

• Chrome  ':ioly  frame. 

• Shipped  fully  assembled. 

• Available  in  3 colors. 


USES  WALKING  MOTION  TO  MOVE  TRICYCLE  FORWARD  AND  BACKWARDS 


* Designed  by  physical  Tlierapists  and  Ergonomists. 

• Customizing  available. 


C«]l  f.f  Write  for  Infornutidti  Picket  and  Order  rorm 


VIEWPOINT 

M(INUFAa(lRlN(i.lNC 


Viewpoint  Mfg.,lnc. 
P.O.  nox  108 
Spanish  l-ork,  UT  84660 
PHONIi:  1*800-798-2430 
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Fathers’  Voices 


Sarah,  24,  shares  a nu>meiTt  with  David,  her  dad 
and  “best  friend.” 


continued  from  por/r?  50 

was  a m^or  event  Babysitters  were 
hard  to  find  and  Sarah’s  grandparents 
couldn’t  handle  her  any  better  than  the 
babysitters. 

The  stress  was  constant.  When 
Sarah  w^as  healthy,  she  was  in  constant 
search  of  food.  We  had  to  watch  her 
like  hawks  or  she  would  sneak  food 
and  end  up  sick.  When  Sarah  was  sick, 
it  required  constant  vigilance  to  make 
her  healthy  agaia  In  her  eariy  years, 
she  was  a guinea  pig  for  researchers. 

At  the  time  of  her  diagnosis,  she  was 
only  the  fifth  known  case  of  OTC 
deficiency  in  the  country,  and  the  other 
four  were  dead.  Needless  to  say  there 
was  no  romance,  no  sanctuary  for 
retreat,  no  quiet  fix>m  the  storm. 

Our  social  life  was  limited.  Even 
friendships  were  defined  by  Sarah.  The 
people  who  could  not  deal  with  her 
soon  disappeared  from  our  lives. 

Back  at  school 

“Daddy!  Daddy!  Daddy!” 

I look  up  to  see  Sarah  running 


toward  me,  both  arms 
straight  out  in  front  of  her, 
trying  to  hug  me  from  a 
block  away.  She  is  running, 
laughing,  giggling  and 
screaming  with  delight,  all  at 
the  same  time.  She  keeps 
her  arms  outstretched  the 
whole  way  across  the  court- 
yard. I climb  out  of  the  car 
and  try  to  keep  from  crying 
so  she  won’t  ask  me, 

“Daddy,  are  you  sad?” 

She  reaches  me  with  a big  hug.  I 
pick  her  up  and  swing  her  around  in 
the  air,  then  set  her  down  and  give  V.er 
a kiss.  She  puts  her  hands  on  the ' ades 
of  my  face,  pulls  me  down  and  wl  lis- 
pers  in  my  ear,  “It’s  not  easy  being  the 
best,  is  it  Dad?”  That’s  her  favorite 
question,  and  a routine  with  us. 

“No,  Sarah,  it’s  not,”  I say. 

“You’re  my  friend,  aren’t  you.  Dad?” 
“Yes,  Fm  your  best  friend.” 

“I  love  you.  Daddy.” 

“I  love  you,  too,  Sarah.” 


And  we  get  in  the  car  and  head  for 
home.  EP 

David  L.  Parsons  gtvdvxited  from 
Yale  University  with  a BA  in  Eiiglish 
in  1968  and  an  MFES  in  enviixm- 
meatal  studies  in  1971.  He  lives  in 
BatringUm,  Illinois  loith  his  wife, 
Pamela,  and  children,  Sarah  and 
Michael,  26,  Melissa,  22,  and  Sean, 
IS.  Active  in  the  real  estate  ptofes- 
sionfor  22  years,  he  is  president  of  a 
land  development  company  and  a 
construction  company. 


The  last  child’s  washchair  you’ll  ever  adopt! 
Truly  a new  species  of  bath-beast. 

He’s  got  really  good  qualities: 
lill  adjustable. 

Very  long-lived. 

Loves  kids.  Grows  with  them 
— up  to  250  lbs  and  6-0"! 

Takes  ’em  into  the  bathtub,  shower  and  pool.  Even  loves  the  beach. 

Washasaurus  Growsus  likes  caregivers,  too.  Rolls  easily.  Seatback  and  thigh- 
rest  raise  v/ith  just  one  hand.  Even  better,  the  washchair’s  a real  back-saver, 
because  it  adjusts  to  the  exact  height  you  need. 

Comfort,  safety  and  fiin! 

Locking  wheels.  Washable,  replaceable  fabric. 

Stainless,  rustproof.  Docile  and  house-trained. 

Like  all  AccessAble  products. 


Call  C 1 800  285-7814  today©  for  Elsnapshots, 
adoption  jB^papers  and  your  closest  tt  dealer. 


Wa^hasaurvs 
just  one  iimei 


Make  any  adult  bike  into  a detachabl 
children's  tandem. 

Children  age  4-10  up  to  80  lbs. 

• Safety  is  the  priority,  knowing  where  your 
child  is  at  all  times. 

• The  Allycat  Shadow  bike  rotates  vertically  ar 
horizontally  while  restricting  side  to  side  motio 
The  bike  is  very  easy  to  turn  because  of  the 
hinging  motion  and  low  center  of  gravity. 

• The  Allycat  Shadow  is  designed  with  a free 
wheel  allowing  the  child  to  peddle  as  much  or 
little  as  they  desire. 


FOB  WOODLAND 
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FRIENDSHIP 

It  comes  with  time,  trust,  and  a shared  sense  of  values. 


« Al  MED  Certified  Repair  Centers,  we 
feel  our  customers  are  our  friends.  But, 
we  know  friendships  have  to  be  earned. 
We  re  confident  your  friendship  wifi  be 
earned  once  you’ve  experienced  our 
courteous  and  highly  talented  repair  tech- 


nicians.  our  rapid  turn-around  time,  and  our 
guaranteed  repairs  at  fair  prices. 

■ MED  Certified  Repair  Centers  are  a 
nationwide  network  of  independently 
owned  medical  equipment  providers  and 


Our  Personal 
Guarantee  To  You 

Our  stajf  will  be  courteous 
to  you  at  all  times. 

They  ivill  only  do  worh 
you  have  authorized. 

Our  labor  will  be  guaranteed  for 
30  days  from  date  of  repair. 

We  loill  zoarranty  replacemei\t 
parts  for  90  days  from  installation. 


repair  centers.  They  share  a common 
sense  of  values  and  are  dedicated  to 


We  will  make  available  to 
you,  for  your  inspection, 
all  parts  we  replace. 


“Keeping  Active  People  Active." 
Through  graduated  levels  of  training  and 
education,  our  technicians  are  instructed, 
tested,  and  certified  to  competently  assess 
and  repair  your  wheelchair 

■ Our  certified  technicians  will  provide 
you  with  quality  service  and  repairs  no 
matter  what  type  of  chair  you  use  - - racer, 
basketball,  tennis,  ultra-lightweight,  or  high 
performance  power  drive. 

■ At  MED  Certified  Repair  Centers,  we’re 
not  just  looking  for  the  quick  fix,  we’re  look- 
ing to  establish  long  lasting  friendships. 


MED  Certified  Repair  Centers 


Keeping  Active  People  Active 


ERIC 


CALL  1-800-477*6272 

for  the  MED  Certified  Repair  Center  nearest  you,  and  receive  a valuable  free  coupon  booklet  filled  with  discounts  on  repair  services. 

rr-. 
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Circk  #93 


The 

WeatherBreaker’" 

collapsible  canopy  for  ALL  wheelchairs  and  strollers. 


“/"/ey  /'^om,  I'm  “Ready  To  Oo  Outside! 

The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there’s  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 

Heat  and  sun  protection  is  medically  necessary  for  many  chil- 
dren, reimbursable  by  private  or  state  insurance,  and  Medicaid 
in  some  areas.  Contact  your  iocal  medicai  supplies  dealer,  or  call: 

800-795-2392 

rDIESTCO  Mfg.  Co.,  P.O.Box 6504, Chico, CA 95927 
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EXPANDED 
CATALOG  FEATURES 
^ OVER  5000 
^ THERAPEUTIC, 

^ RECREATION 
^ AND  TEACHING 

%»  PRODUCTS 

HI 

^ Exciting  and  new:  outstanding 
HI  books  on  active  learning, 

movement  education,  more  balls 
that  make  sound,  hand 

therapy  "squeezy  things",  

stimulating  aromatherapy  products.  Our  own  line  of 
adjustable  positioning  chairs  & positioning  equipment 
^ plus:  adapted  toys/games/furniture,  aquatics, 
gross  motor,  rideons,  manipulatives. 
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ERJG  IXCEPTIOHAL  PIBENT  / Jl'NE  199f 


YOU  CHOOSE  THE  GAMES.  THE  GRAPHICS. 
THE  SCANS,  THE  SETUP  OPTIONS,  AND  MORE! 
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Am!/ 


£ 
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A new  single-switch  activity  center  featuring  4 great 
educational  games:  Dot-to-Dot,  Find,  Match.  & Maze 
and  6 graphic  animation  libraries;  Animals.  Sports, 
Dinos,  Cosmetics,  Vocations,  & Indep.  Living.  Save 
custom  user  setups  and  print  perfomiance  reports. 


PCs  require  ihc 

switch  interface. 
$60.(K)  from  ASI. 


1149“ 


Academic  Softwiire.  Inc. 
3.^  I West  Second  Street 
Ix'xington.  KY  40507 
Phone:  8(X)-842-2357 


• -*  Cali  for  our  1995  catalog.-  ■ 


Also  we  are  pleased  to  announce  the  new  2™'  edition  of  the 
Handbook  of  Adaptive  Switches  and  Augmentative 
Communication  Devices  - a compendium  of  information 
and  lab  test  data  essential  for  selecting  the  right  device  to  meet 
individual  needs.  ^^45®^ 
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Transfer  In  and  Out  qf  the 
Bathtub  Safely  and  Easily 


Water  Operated  - 
NoElecMcity 
Fits  any  Bathtub 
Simple  Connection 
Lifts  up  to  300  lb& 
Stable  Transfer  Surteoe 
portable 


CUKKE 
NBALTNCilKE 
mRHCTENH 

PUP  - ICM  Building  • 1003  International  Drive 
Oakdale,  PA  15071-9223 
Phone:(412)695-2122  • Fax:(412)695-2922 
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FREE  SAMPLES 


The  Best  Products  ever  made. 


PREMOISTENED 
LANOLIN  TREATED 
WASHCLOTHS 


SKIN  CARING 
WASH  CREAM 
Cleans,  Moisturizes,  Protects 


Buy  Direct  and  Save. 

Delivered  Straight  to  Your  Home. 
Call  NOW  for  Free  Samples. 


Molnlycke  ^ 


I 


Scott 

H^th 

Care 
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1-800-431-1115 

WOODBURY  PRODUCTS  INC. 

4410  AUSTIN  BLVD. 

ISLAND  PARK,  NY  11558 
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UNIFIED  SPORES  Gains  Momentum 

At  ’95  World  Games 

by  Michael  Janes 


The  1995  Special  Olympics  World 
Games  will  leave  a legacy  that 
stretches  far  beyond  the  usual 
remnants  left  behind  at  most 
athletic  competitions. 

That  legacy  will  be  comprised  of  the 
record  number  of  individuals  with  men- 
tal retardation  competing,  the  millions 
of  spectators  who  witness  the  event  on 
television  and  in  person,  and  the  num- 
ber of  sports  and  competitions  being 
featured.  Perhaps  most  significantly, 
these  games  will  showcase  the  abun- 
dance of  sports  and  recreation  opportu- 
nities now  avaOable  for  individuals  with 
mental  retardation. 

One  of  the  most  notable  of  these  new 
opportunities  is  Special  Olympics 
Unified  Sports,  a program  that  com- 
bines, on  the  same  teams,  athletes  witli 
and  without  mental  retardation. 

Why  Unified  Sports? 

The  aim  of  Special  Olympics  Unified 
Sports  is  to  provide  Special  Olympics 
athletes  the  opportunity  for  meaningM 
training  and  competition  witli  team- 
mates who  do  not  Irnve  disabilities.  Tlie 
careful  selection  of  teammates  who  are 
similar  in  age  and  ability  ensures  that 
Unified  Sports  participants  play  impor- 
tant and  valued  roles  on  the  team.  The 
program  provides  a forum  for  positive 


social  interaction  among 
teammates  that  often  leads 
to  long-lasting  friendships. 

“What  ‘Games  of 
Inclusion’  really  means  is 
that  more  Special  Olympics 
athletes  than  ever  before 
ar  e being  accepted  as  indi- 
viduals in  every  aspect  of 
our  program,”  said  Dr.  Tom 
Songster,  director  of  sports 
and  recreation  at  Special 
Olympics  International 
(SOI).  “The  exciting  part  is 
watching  them  take  their 
Unified  Sports  experiences 
into  other  areas  of  their 
lives,  such  as  school,  work 
and  their  communities.  Sports  is  simply 
the  vehide.” 

Growth 

First  introduced  at  the  1991  Inter- 
national Special  Olympics  Summer 
Games  in  Minneapolis,  Special 
Olympics  Unified  Spoils  began  with 
just  three  sports  and  100  athletes.  Only 
four  years  later,  1 1 sports — ^including, 
for  the  first  time,  golf,  sailing,  basket- 
ball, tennis  and  the  marathon — will  fea- 
ture Unified  competition.  More  than 
1,000  Unified  athletes  and  partners  will 
compete  together,  and  the  numbers 
continue  to  grow. 

Unified  Sports  has 
been  especially  suc- 
cessful in  schools, 
where  teachers  and 
administrators  have 
struggled  for  years  to 
find  a way  to  bridge 
tlie  gop  between  stu- 
dents without  disabili- 
ties and  their  special 
education  peers. 

George  Smith,  direc- 
tor of  sports  training 
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and  education  at  SOI,  says  Unified 
Sports  is  one  answer,  noting  that  the 
program  “provides  an  opportunity  for 
people  to  have  a common  ground,  and 
what  better  conunon  ground  than 
sports?”  According  to  Smith,  virtually 
any  sport  can  be  successfully  incorpo- 
rated into  a Unified  progi^am,  including 
those  traditionally  thought  of  as  “indi- 
vidual” sports. 

In  his  10  years  at  SOI,  Smith,  whose 
responsibilities  include  the  worldwide 
implementation  of  Unified  Sports,  has 
seen  the  program  expand  into  nearly  30 
countries.  “You  can  take  any  sport  and 
it  can  be  logically,  thoughtfully  and  suc- 
cessfully unified,”  says  Smith.  “It’s 
remarkable  to  see  the  I nified  concept 
catch  on  so  quickly  overseas,  since  the 
whole  idea  of  inclusion  is  a relatively 
new  one  in  some  regions  outside  the 
United  States.” 

Goals 

The  goals  of  Special  Olympics  Unified 
Stx)rts  ai*e: 

• Skill  development:  Under  the  direc- 
tion of  qualified  coaches,  participants 
develop  sports  skills  as  well  as  prepare 


PHOTOS  COURTESY  SPECIAL  OLYMPICS  UNIFIED  SPORTS 


Take  Me  Out  to  the 
Batlgame 

My  24-yearold  son,  Matthew,  has  been 
playing  in  a softball  league  for  nine 
years*  Matthew,  who  has  Down  syndrome, 
does  not  hit  the  ball  hard  nor  does  he  catch 
well,  but  he  is  good  on  ground  balls,  makes 
short  throws  accurately — If  a little  slowly — 
and  delivers  more  strikes  than  balls  when 
called  upon  to  pitch.  He  understands  the 
game  and  loves  to  play. 

Special  Olympics  made  it  possible  for 
Matthew  to  succeed  at  this  complicated 
game.  More  specifically.  Unified  Sports 
enabled  him  to  play  with  peers  who  do 
not  have  disabilities  (known  as  "partners")  in  a traditional  softball  league  format 
where  each  team  has  an  equal  number  of  Special  Olympians  and  partners. 

Matthew  began  playing  unified  "oftball  in  1987  in  Fairfax  County,  Virginia.  It  was 
rewarding  to  see  people  with  disabilities  and  of  varying  proficiencies  play  in  a big- 
time  sport,  complete  with  umpires,  cheering  spectators,  score  books,  league  standings 
and  a final  tournament  that  included  individual  trophies  and  a picnic. 

Four  teams  make  up  the  top-level  division  where  some  Special  Olympians  can  play 
almost  as  well  as  their  partners.  Although  Matthew  is  among  the  weaker  players  and 
could  just  as  easily  fit  in  the  next  lower  division,  he  plays  on  one  of  these  teams. 

The  second  division  consists  of  six  teams.  At  this  level,  partners  contribute  more  to 
the  games  to  keep  play  flowing  smoothly.  They  spend  more  time  teaching  and  must 
moderate  their  own  play  to  complement  the  Special  Olympians. 

The  third  division  consists  of  four  teams  of  athletes  who  need  more  assistance. 

Often  extra  strikes  are  allowed  to  enable  a batter  to  become  a base  runner. 

Sometimes,  a partner  drops  a ball  so  a runner  can  safely  reach  first  base. 

The  fourth  level  has  only  two  teams.  Unlike  the  other  divisions  where  partners— 
and  occasionally  Special  Olympians — pitch,  balls  are  hit  from  a tee. 

Two  years  ago,  Matthew  moved  into  a local  group  home  with  three  other  young 
men  and  a counselor.  His  job.  Special  Olympic  sports,  social  and  religious  activities, 
and  his  family  are  his  main  interests.  In  addition  to  softball,  he  swims,  bowls  and 
plays  basketball  and  soccer. 

Special  Olympic  sports,  particularly  softball,  have  contributed  much  to  Matthew's 
well-being.  Our  softball  players  range  in  age  from  their  teens  to  their  60s  and  it  com- 
forts his  mother  and  me  to  believe  it  will  be  around  for  a long  time.  Who  knows, 
Matthew  may  have  a 60-year  career.  He  might  even  become  a power  hitter  someday. 

— Cecil  G.  Goad 
Vienna,  Virginia 


The  Lions,  a Fairfax 

County,  Virginia  unified  softbaU  team. 


themselves  for  participation  in  other 
community  sports  progrants. 

♦ Competition  expenences:  Athletes 
benefit  from  physical  and  mental  chal- 
lenges through  participation  in  a variety 
of  competitions  organized  by  Special 
Olympics  or  by  community  sports  orga- 
nizations. 

♦ Meaningful  inclusion:  Unified  Sports 
rules  and  guidelines  on  age  and  ability 
grouping  help  ensure  that  all  athletes 
play  an  important,  meaningful  and  val- 
ued role  on  the  team. 

♦ Cmnmunity-based  panicipation: 
Unified  Sports  programs  have  found 
t^uable  partners  in  community  parks 
and  recreation  departmf^nts,  schools, 

Boys  and  Girls  Clubs  of  America  and 
many  other  community  sports  oiganizar 
tions.  ITiese  partnerships  help  further 
include  athletes  in  their  community. 

♦ Piiendship  and  socialization:  The  pro* 
gram  provides  a forum  for  positive  social 
interaction  between  teammates  and 
often  leads  to  long-lasting  friendships. 

♦ Transition  and  choice:  Unified  Sports 
programs  help  schools  meet  the  transi- 
tion mandates  of  the  Individuals  with 
Disabilities  Education  Act  (IDEA)  as 
well  as  providing  a choice  for  athletes 
in  and  out  of  Special  Olympics.  “If 
you're  a high  school  kid  whose  abilities 
aren’t  quite  good  enough  for  the  Junior 
Varsity  or  Varsity  teams  yet,  a Unified 
league  provides  the  perfect  forum  for 
honing  those  skills, ” says  Smith.  “This 
program  is  all  about  choice,  botli  for 
Special  Olympics  athletes  and  non- 
Special  Olympics  athletes.” 

Recruiting  Players 

The  recruitment  of  players  is  one  of  the 
most  important  aspects  of  Unified 
Sports.  When  promoting  Unified  Sports 
to  potential  participants,  the  goal  is  to 
recruit  approximately  equal  numbers  of 
athletes  with  and  without  mental  retar- 
dation, of  similar  ages  and  with  similar 
athletic  abilities. 

Like  any  Special  Olympics  competi- 
tion, athletes  must  fit  the  following  cri- 
teria for  pjulicipation  in  Unified  Sports: 
age  eight  years  or  older  and  having 
mental  retardation  (or  learning  or  voca- 
tional difficulties  due  to  cognitive 
delay).  Because  Special  Olympics  ath- 
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letes  are  matched  with  teammates  of 
similar  abilities,  the  most  Expropriate 
Special  Olympics  athletes  will  usually 
have  a relatively  liigh  level  of  athletic 
abili^.  Those  who  do  not  yet  possess 
the  lequisite  skill  level  will  find  more 
meaningful  training  and  competition 
opportunities  on  a regular  Special 
Olympics  team. 

Unified  Sports  “partners,”  or  playeis 
without  disabilities,  generally  describe 
themselves  as  “recreational  level”  or 
“beginner  players.”  The  program  is  not 
designed  for  individuals  who  are  partic- 
ipating on  a varsity  or  junior  varsity 
team  at  tlie  liigh  school  or  college  level, 
or  those  who  have  competed  at  that 
level  in  the  recent  past.  Such  players 
are  encouraged  to  participate  in  Unified 


Sports  as  coaches  and  trainers. 

Unified  Sports  has  received  ongoing 
support  from  sports  organizations  such 
as  the  Amateur  Softball  Association, 
Billiard  and  Bowling  Institute  of 
America,  National  Recreation  and 
Parks  Association,  Soccer  Industry 
Council  of  America  and  the  United 
States  Olympic  Conunittee. 

For  more  information  on  Special 
Olympics  Unified  Sports,  contact 
Special  Olympics  International, 
Director  of  Unified  Sports,  1325  G St. 
NW,  Ste.  500,  Washington,  DC  20005, 
(202)  62S-3630.  EP 

Michael  Janes  is  the  media  tvlations 
coordinator  of  Special  Olipnpics 
Intemationai 
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Take  a professional  approach 
to  helpingyour  child  become  the 
best  he  or  ^e  can  be. 

Communication  is  fundamental 
to  the  human  experience.  Yet.  for 
many  children,  mastering  language 
poses  special  challenges.  Laureate 
Learning  Systems  has  developed  a 
unique  senes  of  inter  active  software 
tools  that  help  children  with  special 
needs  develop  their  language,  think- 
ing and  reading  abilities. 

These  computer-aided  learning 
tools  are  designed  by  speech- 


language  pathologists  and  special 
educators  who  know  the  needs  of 
children  with  developmental  dis- 
abilities. language-learning  disabili- 
ties. hearing  impairments,  autism 
and  reading  problems. 

Build  independence 
andsclf-^eem. 

Laureate’s  interactive  programs 
create  a true,  multisensory  learning 
center  right  in  your  own  home.The 
softwareactuallytalkstoyourc^ild. 
using  colorful  graphics  and  lively 
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animation  to  make  learning  fun. 

But,  perhaps  the  most  significant 
benefit  of  Laureate  software  is  that 
your  child  can  work  independently. 


building  self-esteem. 

65  exceptional  ways  to  help 
your  child  leam. 

Laureate's  programs  concen- 
. trate  on  the  areas  of  language  devel- 
: opment  that  are  most  problematic 
■ for  children  with  communication 
. disorders.  Our  45  page,  free  color 
: catalog  outlines  a seven  stage  pro- 
‘ gression  of  language  development 
from  birth  to  adulthood.  Each  stage 
is  marked  by  identifying  language 
characteristics  and  training  goals. 


capx))5ffi-68a 
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Once  a child  can  signal  with  in- 
tent, First  Words,  First  Words  II  and 
First  Verbs  are  used  to  train  early 
developing  vocabulary. 

The  Idlking  series  and  Simple 
Sentence  Structure  help  children 
move  from  using  single  words  to 
word  combinations. 

The  Language  Activities  of  Daily 
Living  series  helps  users  understand 
and  express  the  language  com- 
monly encountered  in  home,  com- 
munity and  school  settings. 

To  help  children  communicate 
in  sentences.  Laureate  developed 
Micro-LADS.  a 7 module  series 
which  uses  over  600  pictures  to 
train  46  grammatical  constructions. 

The  Sentence  Master  is  a revolu- 
tionary  program  designed  to  help 
students  achieve  success  in  reading. 

Customize  the 
software  to  meet 
your  child  s needs. 

Each  program 
contains  a Param- 
eters Menu  which 
lets  you  customize 
the  program  to  meet  tlie''  uriique 
needs  of  your  child.  For  instance, 
multiple  interface  options  make 
Laureate  software  accessible  to 


Laureates  catalog  is 
chock  full  of  helpful  infor- 
mation, outlining  65 
integrated  software 
programs  for  Apf' 

He.  Apple  lies, 

MacandlBM  com- 
puters. You  11  find  a 
selection  of  software 
7 stages  of  language  developmeriC 
During  the  early  stages,  children 
use  the  Creatures  Carnes  to  learn  the 
concepts  of  cause  and  effect  and 
turn-taking. 


The  results 
speak for 
themselves! 

"I  must  admit  I was 
somewhat  reluctant 
to  spend  such  a large 
amount  of  money  on 
software,  es- 
pecially if  it 
didn 't  work, " says  Sharon  Neison. 
whose  son  Harry  had  significant 
speech  and  language  delays. 

"But  Laureate's  President,  Dr. 
Mary  Wilson,  assured  me  if  the  soft- 
ware wasn  't  right  for  my  son,  I could 
just  send  it  back.  That  was  all  the 
encouragement  I needed  to  help  melt 
awayone  little  boy’syears  of fmstration. 
Laureate  software  has  made  Harry  a 
self-directed  language  learner  and 
the  results  have  been  phenomenal!  ' 

lureate 

iLeaming  Systems 
[s>M]rkl  rerxvmi. 

Over  the 
last  decade, 
ureate’sin- 
Jeractive  talk- 
ing sonwar'e'  programs  have 
garnered  numerous  awards 
for  excellence  of  design  and 
instructional  content. They  are 
used  by  parents,  teachers 
speech-language  pathologists 
around  the  world  to  help  ex- 
ceptional children  reach  their  full 
potential. 


learn.  Our  professional  staff  including 
a team  of  speech-language  path- 
ologists, pPCMde  customer  support  and 
is  always  available  to  answer  your 
technical  questions  and  helpyou  make 
software  selections. 

And  remember,  Laureate  soft- 
ware is  guaranteed  to  make  learning 
a fun  and  rewarding  experience.  If 
you  and  your  child  are  not  com- 
pletely satisfied  with  any  software 
program  you  receive  from  Laureate, 
please  return  it  for  a full  refund. 

So  call  for  Laureate’s  free  cata- 
log today  (the  toll-free  number  is 
1(800)562-6801).  You'll  see  excep- 
tional results.  Guaranteed! 


appropnatciri 

keyboard,  game  controller.  Touch- 
Window,  single  switch,  or  mouse. 

® LAUREATE  LEARNING  SYSTEMS,  INC.  IIOEAST  SPRING  STREET,  WINOOSKI.VT054Q4  TE^02) 655*4755 
£ D J Q FAX:  1(802)655-4757  E-MAIL;  74(M0.73c^COMPUSERVE.COf4*?|iii^OFFEREXPl 
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All  our 
software 
comeswitha 
Ipecch-languegc 
.pathologic 
attached. 

Laureate  is 
committed  to  helping  your  child 


special  Olympics  State  Chapters 


Special  Olympics  participation  is  open  to  Individuals  wtio  are  over  five  years  of 
age,  and  who  have  mental  retardation  or  cognitive  delays.  Children  may  begin 
participating  In  Special  Olympics  competitive  events  at  the  age  of  eight.  For 
more  Infonnation  on  Special  Olympics,  contact  Special  Olympics  international 
Headquarters,  1325  G St,  MW,  Ste.  500,  Washington.  DC  20005-4709,  (202)  628- 
3630  (voice). 

This  spring  and  summer.  Special  Olympics  state  games  will  be  conducted  by  all 
50  state  chafers.  Prior  to  state  games,  athletes  will  compete  in  local  or  area  com- 
petitions that  will  take  place  In  more  than  1 ,500  sites  around  the  country.  Athletes 


will  compete  in  such  sports  as  swimming,  softball,  running,  equestrian  events  and 
bowling.  For  more  information  on  Special  Olympics  events  in  your  area,  contact 
your  state’s  chapter.  (Phone  numbers  listed  are  for  voice  only.) 

More  than  450,000  athletes  will  take  part  in  Special  Olympics  competitions  this 
year;  some  will  have  the  opportunity  to  represent  Team  USA  at  the  1 995  Special 
Olympics  World  Summer  Games  in  New  Haven.  Connecticut,  July  1-9.  For  more 
information  on  the  World  Summer  Games,  contact  1 995  Special  Olympics  World 
Summer  Games,  195  Church  St.,  16th  FI.,  New  Haven,  CT  06510;  (203  493-7773, 
(203)  498-9618  (fax). 


ALABAMA 

880SCourtSt 
Montgomery,  AL  361 04 
(205)242-3383 

ALASKA 

21-410  2nd  St 
Hmendorft,AK  99506 
(907)753-2182 

ARIZONA 

3821  EWierAve 
Phoenix,  AZ  85040-2965 
(602)470-1080 

ARKANSAS 

1123  S University,  Ste  1017 
Uttle  Rock,  AR  72204 

(501)666-0423 

CAUTORMA 

501  CoioradoAve,2ndR 
Santa  Monica,  CA  90401 
(310)451-1162 

COLORADO 

1400  SCoioradoBivd,  Ste  400 
Denver,  CO  80222 
(303)  691-3339 

coNNECocar 

50  Whiting  St 
P1ainvil)e,CT  06062 
(203)747-5338 

DBAWARE 

Hudson  Ctr 

501  0QletDwnRd,Rm123 
Newark,  DEI  9711 
(302)368-6618 

WASHNKm)rLDC 

220^StNE,Ste140 
WMington,  DC  20002 
(202)544-7770 


aORIDA 

4511  N Himes  Ave,  #245 
Tampa,  a 33614 
(813)  871-5303 

GEORGIA 

3772  Pieasantdale  Rd,  Ste  195 
Atlanta,  GA  30340 
(404)414-9390 

HAWAII 

1085  S Beretania  St  Ste  200 
HondUu,  HI  96814 
(808)  531-1888 

IDAHO 

8428  FairviewAve 
Boise,  ID  83704 
(208)  323-0482 

ILLINOIS 

605  E Willow 
Normal,  IL  61 761 
(309)  888-2551 

INDIANA 

5648W741hSt 
Indianapolis,  IN  46278 
(317)  328-2000 

IOWA 

3737  Woodland  Ave,  #325 
WDes  Moines,  tA  50266 
(515)  267-0131 

KANSAS 

5280  Foxridge  Dr 
Mission,  KS  66202 
(913)  236-9290 

KENTUCKY 

214  W Main  St 
Frankfort  KY  40601-1 567 

(502)  227-7296 

LOUISIANA 

200  SW  Railroad  Ave 
Hammond,  LA  70403 
(504)  345-6644 

MAINE 

28  School  St 
Gorham,  ME  04038 
(207)  839-6030 

MARYLAND 

8300  Guilford  Rd,SteA 
Columbia,  MD  21046 
(410)290-7611 

MASSACHUSEHS 

PO  Box  303 
Hawthorne,  MA  01 937 
(508)774-1501 
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MICHIGAN 

Central  Michigan  University 
Mt  Pleasant  Ml  48859 
(517)774-3911 

MINNESOTA 

625  4th  Ave  S,  #1430 
Minneapolis,  MN  55415 
(612)  333-0999 

MISSISSIPPI 
931Hwy80W 
Box  59 

Jackson.  MS  392C4 
(601)  353-7968 

MISSOURI 
1907  William  St 
Jefferson  City,  MO  65109 
(314)  635-1660 

MONTANA 

3300  SrdStNE 
Great  Falls,  MT  59404 
(406)  791-2368 

NEBRASKA 

5021  S 24th  St 
Box  7569 

Omaha,  NE  681 07-0569 
(402)  731-5007 

NEVADA 

PO  Box  26869 

Las  Vegas,  NV  891 26-0869 

(702)  222-1924 

NEW  HAMPSHIRE 

650  Elm  St  Ste  101 
Manchester,  NH  03101 -2508 
(603)  624-1250 

NEW  JERSEY 

242  Old  New  Brunswick  Rd 
Piscataway,  NJ  08854 
(908)  562-1500 


NEW  MEXICO 

eeoOPaiomas  NE,  Ste  207 
Albuquerque,  NM  87109 
(505)856-0342 

NEW  YORK 

504BaIttownRd 
Schenectady,  NY  12304-2290 
(518'  *“'-0790 

NORTH  CAROLINA 

PO  Box  98209 
Raleigh,  NO  27624-8209 
(919)  878-7978 

NORTH  DAKOTA 

2616  S 26th  St 
Grand  Forks,  NO  58201 
(701)  746-0331 

OHIO 

3303  Winchester  Pike 
Columbus.  OH  43232 
(614)  239-7050 

OKUHOMA 

6835  S Canton  Ave 
Tulsa,  OK  741 36-3433 
(918)481-1234 

OREGON 

3325  NWYeon  Ave 
Portland,  OR  97210-1 525 

(503)  248-0600 

PENNSYLVANIA 

1 24  Washington  Sq 
Norristown,  PA  19403 
(610)  630-9450 

RHODE  ISLAND 

33  College  Hill  Rd,#31 
Warwick,  Rl  02886 
(401)823-7411 

SOUTH  CAROUNA 

295  Greystone  Blvd 
Columbia.  SC  29221 -0099 
(803)  254-7774 


SOUTH  DAKOTA 

305  W 39th  St 
SkHix  Falls,  SO  57105 
(605)331-4117 

TENNESSEE 

11221st  Ave  S, Ste  101 
Nashville,  TN  37203 
(615)  322-8292 

TEXAS 

11442  N Interstate  35 
Austin,  “0(78753 
(512)835-9873 

UTAH 

4 Triad  Ctr,  Ste  105 
Salt  Lake  City,  UT  84180 

(801) 363-1111 

VERMONT 

5AveD,P0Box1055 
Williston,Vr  05495 

(802)  863-5222 

VIRGINIA 

1 00  W Franklin  St  Ste  400 
Richmond,  VA  23220 
(804)  644-0071 

WASHINGTON 

2150  N107thAve,  Ste  220 
Seattle.  WA  981 33 
(206)  362-4949 

WEST  VIRGINIA 

914  Market  St  Ste  201 
Rarkersbung.WV  26101 
(304)  422-1868 

WISCONSIN 

5900  Monona  Dr,  Ste  301 
Madison,  W1 53716 
(608)  222-1324 

WYOMING 

615  S David 
Casper.  WY  82601 
(307)  235-306? 


gerkshire 

]VIeadows  - 

a place  of  '"small  miracles" 

Hof  water'  swirls  and  churns,  limbs  relax,  movement  eases.  A child  smiles.  Soothed  and 
buoyed  by  the  bubbling  warmth,  he  responds  as  his  arms  and  legs  are  gently  stretched, 
pushing  against  the  flow  of  the  water,  relaxing  back  with  it,  each  movement  broader, 

smoother  than  the  last. 

Young  bodies  float  in  a broad  expanse  of  bathtub 
warm  water,  supported  by  flotation  deinces,  guided 
by  therapists.  There  is  quiet,  affectionate  encour- 
agement as  contorted  limbs  loosen  and  flex, 
laughter  at  splashes  and  water-antics,  shared 
pleasure  at  accomplishments:  reaching  out, 
standing,  walking  and  swimming. 

This  is  hydrotherapy  at  Berkshire  Meadows. 

For  the  boy  in  our  picture  above,  the  intense  relaxation  of  the  Hubbard  Tank  helps  to  maintain  his  range 
of  movement.  Kept  at  a water-temperature  of  98  to  102  degrees,  the  butterfly-shaped  tank  has  a seat  that 
can  be  adjusted  to  a myriad  different  angles  to  accommodate  whatever  physical  disabilities  he  has.  The  water 
is  pumped  through  jets  that  can  focus  on  any  one  area  of  the  body,  or  provide  constant  high-speed  circulation. 
Not  only  does  this  therapy  maintain  and  improve  his  flexibility;  it  gives  him  relief  from  muscle  spasms  and 
pain,  and  provides  sensory  stimulation  that  increases  awareness  of  his  body  parts.  After  half-an-hour  s 
hydrotherapy  he  returns  to  his  classroom  calmer,  more  co-ordinated  and  more  focused.  His  limbs  are  more 
relaxed  and  have  better  range  of  motion  than  at  any  other  time. 

The  young  woman  in  the  therapeutic  pool  also  enjoys  a variety  of  benefits  from  hydrotherapy.  The  water 
is  kept  at  around  94  degrees,  and  the  air  temperature  in  the  room  just  about  the  same.  The  pool  has  a 
moveable  floor,  allowing  greater  flexibility  in  programming  and  easy  entry  and  exit.  The  reduction  of 
gravity’s  effect  enables  the  youngsters,  when  in  the  pool,  to  move  in  ways  in  which  otherwise  they  cannot: 
when  in  the  water  they  might  walk  independently,  or  might  acquire  real  movement  instead  of  spasticity. 
Here,  in  the  supportive,  liquid  warmth,  weak  muscles  are  strengthened,  blood  circulation  improved, 
paralyzed  muscles  re-educated . Balance,  co-ordination  and  posture  are  enhanced,  and  socialization,  indepen- 
dence, and  self-esteem  fostered. 


Hydrotherapy  is  just  one  part  of  a multifaceted  program  at  Berkshire  Mead 
ows,  a private,  non-profit  residential  school  for  children  and  adolescents  who 
are  severely  developmentally  delayed  and  may  be  multiply  disabled.  Our  program 
includes  thorough  medical,  psychiatric  and  nursing  care,  speech  therapy  and  aug- 
mentative communication,  behavior  management,  physical  therapy  and  functional 
communication.  An  innovative  approach  to  education  includes  sensory  stimula- 
tion, self  care,  and  the  development  of  precognitive,  cognitive,  pro-vocational  and 
independent  living  skills.  We  have  an  open-door  visiting  policy,  with  each  client's 
family  encouraged  to  participate  in  all  aspects  of  their  child's  program. 

For  further  information,  please  contact:  Gail  Charpwntier,  E.xecutive  Director, 
Berkshire  Meadoxvs,  249  North  Plain  Road,  Housatonic,  MA  01236  (413)  528-2523 
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Only  from  the  nation's  #1 
manufacturer  of  cribs  and  youth  beds 


Manufacturing  Co.  Inc. 


230  Grider  Street 
Buffalo,  NY  14215 
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Circle  #44 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  nuxlel,  The  Ex'eqjreen  Center  has  a history-  of  successhilly 
transitionin}t  students  to  less  intensive  community  settinj»s. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classnxmi,  in  the 
community  and  in  their  residence. 

Students  receive  vocational  training  and  experience  real  work  opportuni' 
ties.  Students  are  supported  with  behavior  dex'elopment  programs,  medical 
and  family  services,  and  physical,  speech,  or  cKCupational  therapy. 

Our  Students’  Challenges 

• Autism  • Hearing/Sight  Impairment 

• Mental  Retardation  • Se\ere  Maladaptive  Behavior 

• Physical  Disability 

The  Evergreen  Center  is  a licensed,  private,  non-profit  residential  schcxil 
offering  students  and  their  families  from  across  the  country*  and  abroad 
residential  programming  12  months  a year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 
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EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
1-508-478^5597 
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Finally,  you  can  say  “yes"  to  yoor  child. 
Yes  - to  real  jeans 
boys  8.  girls  love  to  wear... 


Give  youn  child  today’s 
look  & dressing 
independence  with 
Clothing  by  12 
that  is  high  quality, 
innovative  & functional. 

Clothing  by  12. 

We  Listen, 
we  respond  - 

“I  too  can  wear  that!" 


I ™ To  order  or  for  more 
' information  call  us  at 

800-865-4228 


Made  In  the  U.S.A. 

Shipping  and  handling  by  people  with  disabilities. 
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AQUATIC  ACCESS 


The  Nolans  have  helped  people  into  water  for  over 
30  years  and  offer  a full  line  of  water-powered  lifts 
for  in-and  above-ground  pools,  spas,  & therapy  tubs. 
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When  I watch  the  Boston  Marathon  every  April,  I 
am  moved  beyond  words  as  the  first  I'acers  cross 
the  finish  line  in  their  wheelchairs.  I am  still  over- 
come as  the  final  chair  rolls  in  many  hours  later. 
The  runners,  of  course,  are  first-rate  athletes,  but  Jean 
Driscoll,  record-setter  and  four-time  Boston  wimier  in  the 
wheelchair  division,  is  my  true  hero. 

This  year  was  the  first  time  that  my  daughter  watched  the 
race  from  her  wheelchair.  So  my  interest  was  even  greater, 
my  emotions  more  easily  ignited.  Kinsey  is  quadriplegic  and 
at  age  four,  she  is  not  yet  thinking  about  training  for  a 
maratlion.  But  whatever  the  future  holds  for  Kinsey,  it  is  my 
fervent  hope  that  she  will  have  access  to  and  ei\joy  a variety 
of  sports.  Equally  important,  I hope  she  will  reach  a reason- 
able level  of  fitness.  But  even  at  age  four,  she  has  already 
come  up  against  many  barriers — physical  psychological  and 
social — ^that  no  physician,  teacher  or  therapist  has 
sufficiently  addressed. 

Sports  and  fitness  are  not  always  about  competition.  In 
fact,  the  great  mfyority  of  people,  both  with  and  without 
disabilities,  do  not  race  in  marathons  or  compete  in 
championships;  they  simply  want  to  get  a decent  workout  on 
a regular  basis  and  have  some  fun. 

Are  children  and  young  adults  with  disabilities  getting 
adequate  opportunities  for  fitness?  Or  will  they  lead  seden- 
tary lives,  with  a greater  incidence  of  weight  pioblems, 
hypertension,  high  cholesterol  and  heart  disease?  If  we 
don’t  address  physical  fitness  with  our  children,  specifically 
cardiovascular  fitness,  such  problems  may  be  inevitable. 

Fitness  versus  recreation 

For  children  with  physical  disabilities,  opportunities  for 
sports  and  recreation  are  better  and  more  abundant  than 
ever.  A growing  number  of  ski  areas  have  programs  for  children 
with  special  needs  and  offer  sitski  and  monoski  instruction. 
Equestrian  programs  for  riders  with  disabilities  are  available 
in  many  states.  And  national  organizations  and  community- 
based  programs  for  wheelchair 
sports — everything  from  teimis  to 
rugby — are  on  the  increase.  These 
efforts  should  be  applauded,  not  to 
mention  used  and  eqjoyed  to  the  hilt. 

However,  not  every  sport  provides  the 
cardiovascular  workout  necessary  for 
long-term  health  benefits. 

Fitness  is  a mqjor  concern  for  many 
clinicians,  including  Karen  Pape, 

M.D.,  a neonatalogist  and  neuropsy- 
chologist at  the  McGee  Clinic  in 
Toronto,  Canada.  She  believes  health 
care  professionals  need  to  address 
the  topic  with  their  patients  with  dis- 
abilities— as  they  do  witli  all  other 
patients.  “If  you  diagnose  a child  with 
diabetes  and  simply  prescribe  insulin, 


Focus 
on  Fitness 

by  Naomi  Angoff  Chedd 


you  would  be  remiss, 
even  liable.  You  need  to 
provide  complete  nutri- 
tional, exercise  and 
lifestyle  guidelines,” 
she  says. 

“We  should  be  train- 
ing children  with  dis- 
abilities like  long- 
distance runners,  not 
sprinters.  That  is,  they 
need  high  repetition  of 
cardiovascular  exercises 
and  not  necessarily  a 
lot  of  weight  training. 

Think  about  how 
world-class  athletes 
train,  then  adapt  the 
program  for  kids  with 
disabilities.” 

“The  more  severe  the 
physical  disability,  the 
more  you  need  to  look 
to  the  water  for  the 
solution,”  advises  Dr,  Pape.  Swimming  and  water  exercise 
get  the  heart  pumping;  increase  coordination,  endurance 
and  range  of  motion  (of  limbs)  and  can  often  reduce  spas- 
ticity. Most  important,  it’s  fun.  With  regular  exercise,  grades, 
attitude  and  appearance  may  improve,  and  attention  span 
can  increase.  Dr.  Pape  adds,  “No  matter  what  the  disability, 
you  can  increase  the  level  of  fitness.” 

Dick  CrisafuUi,  director  of  recreation  at  the 

Massachusetts  Hospital  Sc'hool  in 
Canton,  Massachusetts,  believes 
that  the  greatest  challenges  come 
in  adapting  programs  because 
each  child  and  each  disability  are 
so  different.  He  also  says  that  skill 
development  often  takes  a lot 
longer  for  kids  with  disabilities. 
What  an  able-bodied  child  can 
leam  in  a few  classes  may  take  a 
child  with  a disability  20  classes. 
“You  need  to  have  time,  patience 
and  commitment,  but  success 
does  come,”  CrisafuUi  says.  “Take 
the  kids  to  a IMgame,  to  the  bal- 
let, to  loumaments.  Get  them  to 
iisk  to  participate.  You  need  to 
work  with  them  on  a psychologi- 


Naomi  Chedd  and  daughter  Kinsey,  4, 
participate  in  a weekly  swim  program 
sponsored  by  Massachusetts  Easter 
Seal  Society. 
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DISABLED 

CHILDREN'S 

RELIEF  FUND 

Grant  Programs 


DCRF  grant  applications  are 
available  for  assistive  devices,  rehabilitative 
services,  and  arts  and  humanities  projects  for 
disabled  children,  up  to  the  age  of  18  years  old. 
Applications  may  be  submitted  for  an  individual 
child  or  a small  group  of  children.  There  are 
three  (3)  grant  programs: 

ASSISTIVE  DEVICES:  Individual  disabled 
children  are  eligible  for  assistive  device  grants.  This 
program  is  designed  to  provide  disabled  children  with 
prostheses,  assistive  devices,  and  equipment  such  as 
wheel  chairs,  electronic  light  amplifiers  for  the  vision 
impaired,  telephone  devices  for  ^e  deaf  (TDDs), 
walkers,  and  stair  climber  aids.  This  list  is  not  dl- 
encompassing  of  fundable  devices;  it  is  provided  for 
illustration  purposes  only. 

REHABILITA.TIVE  SERVICES:  Individual 
disabled  children  are  eligible  for  rehabilitative  service 
grants.  This  program  is  designed  to  provide  rehabilitation 
services  for  disabled  children,  including  but  not  limited  to, 
surgery,  physical  therapy,  and  related  health  improve- 
aent  services.  This  list  is  notall-encompassing  of  fundable 
rehabilitative  services;  it  is  provided  for  illustration 
purposes  only. 

INSTITUTIONAL  GRANTS:  Hospitals, 
rehabilitation  centers,  and  nonprofit  organizations  that 
serve  disabled  children  are  eligible  for  institutional 
grants.  Institutional  applicants  may  request  funds  for 
assistive  devices,  rehabilitation  services,  or  arts  and 
humanities  projects  for  two  or  more  children  (Institu- 
tions interested  in  a grant  for  only  one  (1)  child  should 
use  the  assistive  devices  or  rehabilitative  services  grant 
applications).  Applicants  requesting  funds  for  arts  and 
humanities  projects  are  encouraged  to  design  creative 
programs.  There  are  no  restrictions  on  the  program 
activities  of  this  component,  except  that  the  activities 
must  focus  on  encouraging  and  assisting  disabled 
children  in  the  arts  and  humanities.  This  program  is 
designt^  to  stimulate  creative  efforts,  with  preference 
for  projects  developed  by  children  with  disabilities. 


For  an  application  or  more  information  call  or  write: 
DISABLED  CHILDREN’S  RELIEF  FUND 
50  HARRISON  AVENUE,  FREPORT,  NEW  YORK  11520 
GTI-EPHONE  NUMBER  516-377-1605) 
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Focus  on  Fitness 
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cal  and  physical  level.  They  need  to  think,  ‘I  bet  I can  leam 
to  play  tennis.’” 

Another  physical  education  instructor  cOitiments,  **Kids 
with  disabilities  need  to  tell  their  coaches,  ‘Hey,  I don’t  want 
to  be  the  scorekeeper;  I want  to  play.’  Somebody  needs  to 
help  them — and  the  rest  of  us — develop  the  right  attitude.” 

More  training  and  support  needed 
Paul  Gorman  of  the  National  Center  for  Sports  for  the 
Disabled  in  Boston  hopes  his  new  organization,  still  in  devel- 
opment, will  serve  as  a regional  rGodel  and  resource  that  will 
provide  fitness  opportunities  for  people  with  disabilities,  and 
training  and  support  for  professionals.  The  center  will  work 
with  health  care  providers,  teachers,  therapists  and  parents 
to  ensure  that  people  with  disabilities  get  equal  access  to 
sports  and  fitness  programs. 

Gorman  wants  to  show  the  community  how  programs  can 
be  integrated  and  how  they  can  work.  He  points  out  that 
many  schools  are  trying  hard  to  include  kids  with  disabilities 
in  their  physical  education  programs  but  they  need  more 
education  and  support. 


Photo  courtesy  Massachusetts  Hospital  School,  Canton,  MA. 


What  can  parents  do? 

I can  hear  the  moans  and  groans  from  coast  to  coast:  **rm  a 
mother,  not  an  athletic  director. . .”  “My  daughter  already 
gets  physical  therapy  twice  a week...”  “Witli  all  the  medical 
and  therapy  appointments,  don’t  I have  enough  to  do?” 

The  reality  is  that  parents  have  to  take  charge  of  their 
children’s  fitness.  The  good  news  is  that  there  are  many 
committed  professionals  who  are  willing  to  help.  Here  are  a 
few  sugge?>tions: 

• Erdlst  the  kelp  of  your  pediatri.clan.  Many  physicians 
don’t  even  bring  up  the  subject  of  fitness.  They  may  never 
think  of  it,  or  knowing  that  parents  of  children  with  disabili- 
ties are  already  overworked  and  overtired,  may  believe  they 
would  not  be  interested.  Let  your  child’s  doctor  know  that 
fitness  is  a priority.  Ask  for  nutritional  guidelines,  too. 

• Devise  a plan  }vitfi  your  PT  and  OT,  They  are  the  ones 
who  know  your  diild’s  physical  capabilities  best  and  can 
identify  ways  for  tlie  child  to  work  toward  an  optimum  level 
of  fitness. 
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You  can  see  the  delight  in 
Rebecca’s  eyes.  When  she  answers  a 
math  question  in  her  fifth-grade  class- 
room...or  creates  art  to  hang  in  the 
halls  of  her  school. .or  sings  with  the 
choir  in  a program  at  City  Hall. .she 
enjoys  discovering  her  world. 

Rebecca  was  eight  when  she 
arrived  at  Heartspring.  She  was 
unable  to  express  herself... 
uncontrollable  in  her  home... and 
uncooperative  with  her  teachers.  She 
was  making  no  progress  in  a regular 
classroom,  but  her  pat  ents  were 
reluctant  to  see  their  daughter 
assigned  to  one-to-one  programming. 

Today,  thanks  to  a program  designed 
to  meet  this  special  child’s  needs, 

^HHKTSPRING 

A lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦ WICHITA,  KANSAS  67219-4699 

1-800-  835-1043 


Rebecca  is  a happier  little  girl. 

At  Heartspring,  a caring  team  of 
specialists  take  the  time  to  discover 
each  child.  Together  with  the  parents, 
they  develop  an  individual  education 
plan  (lEP)  to  fit  the  child’s  needs. 

For  some,  the  program  involves  full 
inclusion  in  a regular  classroom.  For 
others,  the  answer  is  self-contained 
programming.  And,  for  many  — as  is 
the  case  with  Rebecca  — the  best 
program  is  a combination  of  the  two. 
Our  goal  is  to  provide  services  that 
help  each  child  return  home  as  soon 
as  possible. 

If  we  can  help  your  child  discover 
the  world,  call  us. 
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• Woric  closely  loith  your  child's  physi- 
cal education  (PE)  instnictor.  And  get 
your  PT  and  OT  involved,  too.  It  might 
not  take  much  to  give  your  child  more 
opportunities  for  fitness — few  strate^es 
for  including  your  child  in  an  activity  or 
ideas  for  adapting  a piece  of  equipment 
Most  PE  teachers  do  not  have  the  time 
or  training  to  individualize  programs  for 
every  child  with  special  needs,  but  as 
one  instructor  told  me,  ‘TU  try  anything 
you  suggest.” 

• Identify  community  pwgmvis  aM 
classes.  Swimming,  self-defense,  yoga, 
aerobic's  and  gymnastics  classes  are 
often  available  at  “Y's”  and  fitness  cen- 
ters. Many  have  not  included  children 
with  disabilities  only  because  they’ve 
never  been  asked.  Others  may  need  help 
in  tailoring  the  class  to  your  child’s 
needs.  Your  PT  and  OT  can  advise  you  on  appropriate  activi- 
ties and  the  equipment  and  support  your  child  might  need  for 
a specific  activity. 

• Get  wet!  If  at  all  possible,  get  your  cliild  into  the  water  and 


moving  as  often  as  you  can.  Approach 
your  local  “Y”  or  community  pool  about 
starting  a program  for  swimmers  wiUi 
disabilities.  A number  of  avmlable 
devices  can  make  rigorous  aquatic  exer- 
cise possible.  An  aqu^yogger,  which  is  a 
vest  that  keeps  a person  buoyant  and 
vertical,  can  allow  a child  to  “jog”  in  the 
water. 

• Be  a good  role  nuxM.  If  exercise  is  a 
regular  part  of  your  routine,  your  kids 
will  want  to  join  in.  Try  to  participate  in 
an  activity  you  really  er\joy;  enthusiasm 
and  motivation  are  contagious.  Summer 
is  a good  time  to  begin  a cardiovascular 
fitness  program.  When  school  begins  in 
the  faU,  the  school  PE  instructor  can 
work  with  your  child  to  maintain  a high- 
er level  of  fitness,  rather  tlian  starting 
from  scratch.  And  remember — ^you  can 
write  physical  education  goals  into  your  child’s  lEP.  EP 

Naomi  Angojf  Ckedd  is  a member  of  ExcKrnoNAL  Parent's 
editoHol  staff. 
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peciai  Olympics  brings  out  the  best  in  people —helping  them 
become  winners  in  the  truest  sense. 


At  Bancroft,  we  also  strive  to  bring  out  the  best  in  people— with  a 
continuum  of  programs  for  people  with  brain  injuries  and 
developmental  disabilities. 

That's  why  Bancroft  has  an  extensive  Special  Olympics 
program— in  addition  to  our  renowned  educational,  vocational, 
residential  and  therapeutic  services. 

For  more  information,  please  call  our  Admissions  Department  at 
(609)  429-0010,  ext.  347. 

Bancroft  • Hopkins  Lana  • P.O.  Box  20  • Haddonfistd,  NJ  • 08033-0018 
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GETTING  OUT  OF  BED 
HAS  NEVER  BEEN  EASIER . . . 


THANKS  TO  THE  BED-BAR^ 


The  BED-BAR*  promotes  inde- 
pendence and  will  help  with  your 
mobility  needs. 

Endorsed  by  Physical  and 
Occupational  Therapists. 


Only  ^79  plus  shipping 

Call  1-800-726-4233  today! 

Brown  Engineering  Corporation 
289  Chesterfield  Road 
Wcslhampton,  MA  01027 
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QUICKLY  AVAILABLE  FROM  STOCK! 
FULL  PAJRS  ONLY. 

MARKELL  is  committed  to  the  best  in  therapeutic  foot  products.  With  an  eye  to  the  future, 
we  have  created  a true  orthopedic  sneaker  for  children. 

The  TM  2000  Series  has  the  following  features: 

• Symmetrical  straight  last. 

• Added  depth  - ®/ie"  (5mm)  deeper  than  our  conventional  straight  last 
shoes,  to  accommodate  orthotics,  AFO’s  and  internal  modifications. 

• Extended  counters  firm  enough  to  provide  support  and  stability. 

• Whole  and  half  sizes  from  Infants'  6 to  Youths'  2. 

• Widths  - A choice  of  Medium  and  Wide. 

• Removable  cushioned  insoles. 

Avaitabh  thmugh  s/io«  »ton»  andorthotlc  A proatheth  facllHief  worldwide. 

© M.J.Markell  Shoe  Co.,  Inc.,  504  Saw  Mill  River  Road  or  P.O.Box  246,  Yonkers,  NY  1 0702,  USA 

Telephone:  914-963-2258,  FAX:  914-963-9293 
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Mary  Verdi-Fletcher 

Bom  with  the  spirit  of  a dancer 


Mary  Verdi -Retchet\  59,  is  principal  dancer  and 
Sounded'  of  the  Cleveland  Ballet  's  Dancing  WheelSy  a 
company  established  in  1980 for  people  wi  th  disabili- 
ties to  expioie  the  xooyid  of  dance.  A second  Dancing 
Wheels  company y called  Danceabilityy  has  been  estab- 
lished in  Atlanta;  a third  is  being  developed  with  Ben 
Vereen's  perfonning  atls  school  in  Chicago.  Verdi- 
Fletcher  is  also  ptvsidenl  of  Ptvfessional  FtaiVy  a non- 
profit a'iis/disability  organization.  The  Cleveland  native 
and  Lakeland  Comymmity  College  graduate  has  spina 
bifida.  She  lives  with  herhusbandy  Boby  in  a Cleveland 
suburb.  ThefoUovwng  ivas  adapted  fimn  a recent  inter'- 
view  between  Verdi -Fletcher*  and  Michele  San  FilippOy  an 
ExceptionxXL  Parent  intern. 

Someone  once  said  to  me  that  tlie  ai1s  are  a voc-ation 
that  chooses  you;  you  don’t  choose  them.  I believe  I 
was  bom  with  the  spirit  of  a dancer  and  it  was  through 
fate  I was  able  to  pursue  it. 

I started  dancing  at  the  age  of  three.  I would  groove  to  the 
radio  all  the  time.  I remember  doing  the  Mexican  hat  dance 
at  age  five  when  the  nuns  of  Our  Lady  of  Lourdes  Shrine  in 

Cleveland  asked  me  to 
dance.  Once  a montli,  I 
would  break  my  braces 
while  dancing;  then  I 
broke  my  leg  three 
times  because  I got  new 
braces  that  were  too 
strong  I even  broke  my 
wheelchair  a few  times. 

In  1975, 1 became 
involved  in  dance  on  a 
social  level  and  began 
going  out  dancing  in 
groups.  I liked  popular 
dances,  mostly  freestyle 
and  disco,  but  also 
eryoyed  ballroom. 

My  mother,  a profes- 
sional dancer  for  15 
years,  iaspired  me  to 
diuico.  My  clad,  a 
General  Ek^ctric  cjuality- 

control  technician,  played  saxophone  and  claiinet  part- 
time*  until  iibout  12  years  ago.  Hearing  my  parents’  stories 
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Young  Mary  meets  Pope  Paul  VI  In 
1965  with  her  grandmother,  Marghrtta 
BamzzI  (far  left),  and  mother  Nancy. 


Five-year-old  Mary  (left)  enjoys  her 
first  “dance  lesson”  with  her  mom  Nancy,  cousin  Rita  and 
brother  Brian. 


of  tlieir  vaudeville  days  during  the  war,  rt^ally  made  me 
interested  in  dance.  My  parents  met  on  the  stage  while 
Mom  danced  and  Dad  played  “Moonlight  Serenade”  in  the 
orchestra  pit.  I also  eryoyed  watcliing  movies  with  Gene 
Kelly,  or  Fred  Astaire  and  Ginger  Rogeis. 

Sheltered  childhood 

When  I was  bom,  little  was  known  about  spina  bifida,  and 
there  were  no  pp’  ^nt  groups.  My  parents  w^ere  told  I 
wouldn’t  live  past  the  age  of  three  and  if  I did  live  that 
long,  I would  be  a *^vegetable.”  The  doctors  encouiaged 
them  to  put  me  in  a home.  Luckily,  they  didn’t 

In  1950,  babies  with  spina  bifida  were  sometimes  just 
left  to  die;  I was  bom  in  1955,  after  doctors  started  keeping 
babies  alive  and  trying  to  find  ways  to  help  them.  The  doc- 
tors didn’t  know  what  to  expect  I had  one  of  the  worst 
cases  of  spina  bifida  they  had  ever  seen. 

My  parents  were  afraid  to  let  me  be  independent  They 
were  very  protective  and  didn’t  aQow  me  to  go  out  with 
friends.  They  did  it  out  of  love  and  fear,  but  their  protective- 
ness prevented  me  from  developing  social  skills  like  other 
youngsters.  My  parents  were  big  proponents  of  education, 
however,  and  wanted  to  give  me  the  best  schooling  possible. 

My  mom  took  me  to  Villa  Angela  Academy,  a Catholic, 
all-girls  high  school,  every  day.  She  would  stay  to  cany  me 
upstairs  so  I could  attend  class  with  able-bodied  kids.  She 
ended  up  getting  an  audio-visual  Job  at  the  school  Just  to 
be  around  for  me 

For  two  years  I attended  this  inaccessible  90-year-old 
sdiool  with  many  stmrs  and  a rickety  elevator.  In  my 
sophomore  year,  a new  one-level  building  was  built;  I 
could  got  aroimd  a lot  better.  I really  had  a good  time  Uiere 
studying  voice  and  perfonning  in  all  tlie  theater  produc- 
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Back  and  forth,  in 
and  out  of  conven- 
tional hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child's 
neurological  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  midtiple  failures. 
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tions.  A few  years  ago,  I was  chosen  by 
the  Sisters  to  be  in  the  Villa  Angela 
Academy  Hall  of  Fame. 

Love  and  respect 

My  relationship  with  my  parents  was 
like  a wave.  There  were  times  when  I 
loved  them  dearly,  but  other  times,  I felt 
resentful.  I was  resentful  for  a while 
because  I wasn’t  allowed  to  go  out  and 
be  with  other  kids.  I resented  that  they 
didn’t  think  I would  ever  be  married 
because  of  my  disability.  But,  I got  over 
it  and  understood  why  they  felt  the  way 
they  did.  No  matter  what,  I have  always 
had  love  and  respect  for  them. 

My  parents  dealt  with  my  disability 
the  best  way  they  knew  how.  I grew  up 
with  my  older  brother  and  cousins, 
which  was  very  positive  because  my 
parents  wanted  me  to  be  seen  as  their 
equal.  Some  of  what  my  parents  did 


was  very  helpful,  because  I grew  up 
among  able-bodied  peers. 

My  parents  always  prayed  for  a mira- 
cle because  that’s  what  you  did  back 
then.  I think  the  fact  that  I am  here  today 
is  a miracle,  given  my  10  msyor  surgeries 
growing  up  and  three  recent  ones  due  to 
kidney  problems. 

Becoming  independent 

When  I was  in  my  mid-twenties  I decided 
to  pursue  the  things  I wanted  in  life.  A 
Mend  told  me,  “You  have  to  learn  not  to 
take  ‘no’  for  an  answer”  and  “For  every 
door  that  closes,  another  one  opens.” 

I didn’t  have  many  boyfriends  back 
then  because  of  my  parents’  protective- 
ness, If  your  mom  is  pushing  you  in 
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Nancy  Verdi  (left)  inspired  daughter  Mary  to 
dance.  This  1937  photo  shows  Nancy  and 
twin  sister  Rena  during  their  vaudeville  days. 


' : = ' jchafirer,  sridkihcr  it  r>6ssible  to  co  ahv- 


Amigo  Advantages 

♦ Bold  and  colorful  design 
packages  are  available. 

♦ Our  3-year  limited  warranty 
builds  confidence. 

♦ Safe  and  easy  to  disassemble 

♦ Amigo  has  over  26  years  in 
the  mobility  business. 

For  more  information  or  to  arrange 

a demonstration  of  the  AMIGO  MINI: 


call  Toll-Free:  I-80Q-MY-AMIG0 
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where  with  cotifidehce.  The  heaviest 
disassembled  piece  is  42  pounds.. 

Indoor  and  out- 
door maneuver- 
ability allows  your 
child  to  cnjo)  lil'e. 

At  tlu’  same  lime, 
you  can  relax, 
knowing  your  child 
is  safe  and  secure. 

Visit  the  Amigo  Mobility  Center^ 
or  representative  nearest  you. 

It  AMIGO  MOBILITY  INTERNATIONAL,  INC. 


BRIDGEPORT.  Ml  48722 


Best 

mshes! 

to  all  the 

Athletes 

from  your  friends 
at 

Exceptional 

Parent 
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Community  Living 
Opportunities 


For  more  than  65  years,  Martha  Lloyd  Community  Services  has  provided  superior  qual^ 
day  residential  and  vocational  programs  for  adults  with  mental  retardation.  Located  in  the 
scenic  rural  village  of  Troy,  Pennsylvania,  Martha  Lloyd  has  a unique  relationship  with  its 
neighbors.  Residents  are  valued  members  of  the  community  and  make  full  use  of  its 
resources.  Few  other  programs  can  offer  such  an  open  and  productive  relationship. 

There  are  five  programs  for  women  (from  semi-independent  to  supportive)  including  one 
specifically  designed  for  mature  women.  A new  community-based  program  for  men  has 
been  added.  The  program  offers  training  in  home  care  and  maintenance,  budgeting, 
household  management,  and  participation  in  an  established  vocational  program. 


All  Programs  Offer  These  Advantages 


Life  skills  and  vocational  training. 


Employment  opportunities  at  Martha 


Our  interdisciplinary  team  approach 
assures  continuity  and  consistency  in 
individual  planning. 


Lloyd  and  in  the  Troy  community. 


Unique  leisure  and  recreational  expe- 
riences in  a rural  community  setting. 


Easy  access  to  nearby  community 
resources  including  retail  shops, 
restaurants,  churches,  and  recreation. 


Excellent  health  care  provided  by 
on-staff  health  professionals  and  a 
community  medical  center. 


A caring  professional  staff  experi- 
enced in  working  with  developmental 
disabilities. 


Annual  fees  among  the  lowest  in 
the  nation. 


MARTHA 

LLOYD 


For  Information  Call 


COMMUNITY 

SERVICES 


or  write:  Martha  Uoyd  Community  Servicea 
190  West  Main  St.,  Troy,  PA  16947 


The  Dancing  Wheels  company  includes  perfomiers  with  and  with- 
out disabilities.  (From  left)  Barbara  Allegra  Veiiezza,  Mark 
Tomasic,  Sabatino  Veiiezza  and  Mary  Verdi-Fletcher. 

rontiuncd  Jrahi  70 

your  wheelchair,  you  won't  have  marty  guys  coming  up  to 
you.  Once  I decided  to  become  independent,  I learned  to 
drive  a car  and  got  a job.  Witliin  two  years,  I had  tripled 
my  salary  and  found  someone  at  work  I could  room  with. 
It  was  a m^yor  shock  to  my  parents  because  they  always 
expected  me  to  live  at  home. 

When  I first  told  my  parents  I was  moving  out,  they 


Role  Models 


told  me  never  to  come  home  again.  They  hoped  that 
would  somehow  keep  me  there.  My  response:  “I  need  to 
leave,  and  I hope  you  will  support  me  if  I don’t  do  well 
because  I’m  not  sure  how  I will  manage.” 

At  that  point  I asked  myself,  “When  I am  40  or  50,  am  I 
going  to  look  back  on  my  life  and  say,  1 should  have 
done  this  or  that?’”  I’d  much  rather  take  the  risk  and 
hope  things  work  out  for  the  best. 

Realizing  the  dream 

Once  I started  to  pursue  a career  in  dance,  it  just  hap- 
pened. I knew  I lovea  dancing  and  my  dancing  gave  both 
able-bodied  people  and  people  with  disabilities  a differ- 
ent view  of  disabilities.  Dance  was  still  an  art  form  that 
had  not  yet  been  explored  by  the  disability  community. 

In  1980, 1 began  getting  paid  as  a Dancing  Wheels  per- 
former. I danced  part-time  for  many  years  while  working 
full-time  as  development  director  of  a non-profit  organi- 
zation serving  people  with  disabilities. 

In  1989, 1 decided  to  pursue  dance  full-time.  I didn’t 
know  any  professional  dancers  who  had  a disability,  but  I 
figured  why  not? 

At  first,  people  didn’t  believe  I was  a dancer,  but  when 
they  saw  me  dance,  they  believed.  Then,  they  questioned 
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Keep  Your  Child  Buckled  In 
With  SeatKeeper^** 

Make 
Every 
Ride  A 
Safer  Ride 
For  Your 
Active 
Chiid 


Installs  on  seat  belt  to  assist  in 
keeping  children  or  speciaj 
needs  people  buckled  up 

• Easy  to  install  and  remove 

• need  not  be  removed  each  trip  AWi 

• Presented  in  safety  programs ' W ' * 
•Tamper  resistant 

• Safety  back-up  emergency  % 

release 

• $9.95  introductory  offer 

512-406-9551  or  1-800-SeatKeeper 

A Product  of  Child  Quest,  Inc. 
Austin,  Texas 
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The  Joy  of  Independence 


The  joy  of  self-expression  shines 
ever)’  da\'  for  students  at  Crotched 
Mountain  Rehabilitation  Center.  Just 
50  miles  from  Boston,  surrounded 
by  New  England  villages  and  towns, 
freedom  and  independence  are  cele- 
brated with  every  graduating  class. 
Throughout  our  progressive  60-year 
tradition,  students  have  been  realizing  their 
dreams  and  achieving  success. 

Here,  families  and  their  special  children  find 
the  highest  standard  of  care,  education,  and  treat- 
ment. Warm,  home-like  residences  welcome 
students  into  a supporting  core,  from  which 


they  explore  an  exciting  world  of 
creativity,  expression,  and  accomplish- 
ment, achieved  with  the  help  of 
our  dedicated  educators  and  health- 
care professionals. 

Within  our  state-ofthe-art  facilities, 
children  master  skills  of  independent 
living.  Our  students  exercise  in  the 
swimming  and  therapy  pools,  pursue  knowledge 
using  multi-media  computers  to  access  the 
Internet,  and  develop  self-esteem  through 
occupational  and  vocational  training.  Students 
flourish  here  in  the  brilliance  of  success  and 
the  joy  of  independence. 


Sprhifr  Time  by  Amy  NVubaucr 


To  find  out  more  about  the  compassionate  and  caring  services  we  provide  for  special  children 
throughout  the  world,  please  call  Debra  Flanders  in  Admissions  at  603-547~33H,  ext.  235. 


Crotched  Mountain 
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whether  Dancing  Wheels  was  just  “dance  therapy’’ 
because  some  of  us  had  disabilities. 

Eventually  the  public  started  to  accept  us.  The  more 
they  saw,  the  more  they  wanted  to  see  and  the  more 
dances  they  saw,  the  bigger  the  productions  they  wanted 
to  see.  People  now  stop  me  on  the  street  and  say,  “You’re 
the  dancer,  aren’t  you?” 

Many  people  think  of  dance 
in  terms  of  only  using  our  legs, 
when  dance  is  actually  an 
expression.  It’s  an  expression 
that  conveys  emotion.  Dance 
comes  from  within,  meaning  it 
can  be  done  in  many  different 
ways.  This  is  the  approach  of 
dance  today,  but  years  ago  it 
wasn’t.  If  you  couldn’t  use  your 
legs,  you  couldn’t  be  a dancer. 

We  use  very  high-tech  light- 
weight wheelchairs,  the  Action 


Verdi-Fletcher  is  collaborating 
with  Ben  Vereen  to  expand 
Dancing  Wheels. 


line  from  Invacare.  I use  three  different  chairs,  each  of 
which  responds  very  differently.  My  first  chair  was  55 
pounds;  these  new  chairs  are  under  20.  With  the  flick  of  a 
finger,  I can  make  the  chair  go  in  a complete  circle  and 
glide  across  the  floor. 

My  mission  is  twofold.  First,  Dancing  Wheels  opens 
the  eyes  of  able-bodied  children  to  see  the  possibilities 
and  similarities — rather  than 
the  differences — in  all  of  us. 
And,  second,  the  dance  itself 
inspires  children  and  adults 
with  disabilities  to  feel  a 
change  within  themselves.  It 
creates  self-esteem,  dignity 
and  an  inner  beauty  that  often 
does  not  come  out.  I see  a 
transition  in  people  as  they 
take  dancing  classes.  I see  a 
change  in  the  way  they  move 
and  the  way  they  feel  about 
themselves;  they  exude 
confidence  they  didn’t  have 
before.  I’ve  seen  it  change  people 
time  and  time  again.  EP 


Haverich  Ortho-Sport,  Inc, 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America 
Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
Parking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
o combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 


ERIC 


Circl*  *166 

• EXCEPTIONAL  PARENT /JUNE  1995 


CUT  YOUR  BOWEL 
MAINTENANCE  TIME! 

People 
with  bowel 
incontinence 
can  minimize  the 
inconvenience 
of  excessive  time 
involved  in  most  bowel  programs  with 
THE  MAGIC  BULLET"  suppository. 

THE  MAGIC  BULLET" 
Laxative  Suppositories 

• More  stimulatirig 

• Safe  and  sure 

• Better  evacuations  in  less  time 

• Faster  acting  and  less  costly 

• Compare  to  Dulcolax 

• Test-marketed  on  quads  and  paras 

12  for  $6.45  ppd.  or  100  for  $37.95  ppd. 

Allow  2*3  weeks  for  delivery 
2-day  service  available  for  additional  charge 
30-day  money-back  guarantee 

m u 

Order  Line  (800)  822-4050 

Concepts  in  Confidence 

203  COMMACK  RD  #1023EP 
Commack.  NY  11725 
Phone/Fax  (516)  243-1416 
Call  or  write  for  free  catalog 
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General  Motors 


General  Motors. 
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An  active  honor  roll  student,  ‘fammle  Groth  doesn’t  believe  tn  obstacles.  Neither  does  her  mother, 
Connie,  one  of  the  many  General  Motors  employees  whose  own  lives  are  affected  by  physical  disability. 
It’s  their  valuable  insights  that  help  make  the  GM  Mofalllty  Program  work.  Transportation  means 
independence.  That’s  something  the  people  at  General  Motors  know  from  their  own  experience. 

Call  the  GM  Mobility  Assistance  Center.  We'll  give  you:  • The  names  of  local  companies  that  provide  driver  assessment 
services,  adaptive  driving  devices  and  vehicle  modifications.  • An  Informative  videotape,  “On  the  Move  Again."  • Sugges- 
tions for  the  General  Motors  cars  and  trucks  that  might  work  best  for  you.  Then,  If  you  buy  or  lease  a new  GM  vehicle, 
we'll  reimburse  you  up  to  $1000  toward  the  cost  of  adapting  It  or  reinstalling  your  own  adaptive  equipment.  Call 
1-800-323-9935  (TDD  users:  1-800-TDD-9935),  or  contact  your  Chevrolet,  Pontiac,  Oldsmoblle,  Buick,  Cadillac  or  GMC 
, Truck  dealer  to  find  out  more.  rs 


Recreation  Resources 


This  directory  includes  national  groups  and  organizations  that  can  serve  as  resources  for  recreational  and  sports  activities 
for  children  and  young  adults  with  disabilities.  Groups  listed  in  the  “General**  category  can  provide  information  and  refer- 
rals for  a number  of  different  recreational  activities  and  sports. 

A description  of  services  provided  by  individual  groups  follows  each  listing.  Numbers  correspond  to  items  listed  in  the  Key  to 
Services.  If  a group  serves  a specific  age  range  and/or  disability,  the  age  range  and  disabilities  are  given  in  parentheses  at  the 
end  of  its  listing.  If  jyt  otherwise  indicated,  the  group  serves  people  of  all  ages  and/or  with  all  disabilities. 

This  symbol  ((^)  indicates  an  Internet  e-mail  address.  Unless  otherwise  indicated,  telephone  numbers  are  for  voice  only. 


Key  to  Services 

1.  OfiGANtZES  NATlOfiAL 
COMPETITIONS 

2.  ORGANIZES  LOCAL 
COMPETITIONS 

3.  TRAINS  LEADERS,  SUCH  AS 
COACHES  AND  PARENTS 

4.  PROVIDES  INFORMATION 
(1£,  VIDEOS,  PUBLICATIONS) 

5.  OFRRS  FREE  LOANER 

TO  Pfmcxm 
IN  PROGRAM  (I.E.,  RACING 
WHEaCHAlRS) 

6.  OFFERS  EQUIPMENT  USE 
FOR  AFEE 

7.  PROVIDES  FINANCIAL  AID 


General 

American  Athletic  Association 

nt  UtA  r\Aaf 

3607  Washington  Blvd,Ste4 
Ogden,  UT  84403-1 737 
(801)  393-8710  (voice) 

(801)  393-7916  (TTY) 

(801)  393-2263  (fax) 

1,2,3,4,57  (deaf,  hearing  Impaments) 

Boy  Scouts  of  America 

Scouting  for  the  Handicapped  Service 
1 325  W Walnut  Hill  Ln 
Irving,  TX7503B 
(214)  580-2000 
(214)  580-2502  (fax) 

1,2M5 


Pl^  by  Mary  Carol  Peteoon, 
Sports  *N  Sfiokes/PdtBi^ed 
VBleiwTe  of  Amerk^fl^ 


Canadian  Wheelchair  Sports 
Association 

1600  James  Nalsmith  Dr 
Gloucester.  ON  CAN  K1B5N4 
(613)  748-5685 
(613)  748-5722  (fax) 

1 (6S0  years;  wheelchair  users) 

Disabled  Sports  USA 
451  Hungerford  Dr,  Ste  100 
Rockville,  MD  20850 
(301)217-0960 
(301)217-0968  (fax) 

1,2, 3, 4, 5, 6 (mobility  Impairments, 
visual  impairments) 

Girl  Scouts  of  the  USA 
Services  for  Girls  with  Disabilities 
420  5th  Ave 
New  York.  NY  10018 
(212)  852-8000 
(212)  852-6b15(fax) 

Different  services  offered  through 
local  chapters  (5-17  years) 

National  Sports  Center 
for  the  Disabled 
PO  Box  36 

Winter  Park,  CO  804B2 
(970)  726-5514 
(970)  892-5823  (fax) 

1,2,3,4,67 

Perfect  Fit  (4-H  programs) 

Purdue  University;  Cooperative 
Extension  Service 
1161  Agricultural  Administration  Bldg 
W Lafayette,  IN  47907-1161 
(317)  494-8423 
(317)  496-1 152  (fax) 

3.4  (10-19  years) 

Wheelchair  Sports,  USA/Natlonal 
Wheelchair  Athletic  Association 
3595  E Fountain  Blvd.SteLI 
Colorado  Springs,  CO  80910 
(719)  574-1150 
(719)  574-9840  (fax) 

^ Wheelchair@aol.com 

12.3.4  (wheelchair  users) 


US  Cerebral  Palsy  Athletic 
Association 

3810  W Northwest  Hwy,  Ste  205 
Dallas,  TX  75220 
(214)  351-1510 
(214)  352-1744  (fax) 

1,2, 3,4  (6  and  olden  cerebral  palsy, 
traumatic  head  injuries,  stroke 
survivors) 


Photo  courtesy  United  Cerebral 
Palsy  Athletic  Association, 
Dallas,  TX. 


Aquatics 

Dwarf  Athletic  Association 

of  America 

c/o  Sarah  Beth  Ely 

12101  SMulino  Rd 

Canby,0R97013 

(205)  743-3424 

5^  Swlmmer79@aol.com 

1,2  (Persons  of  short  stature — i'10”or 

less  adult  height— due  to  achondmdys- 

plasia  or  similar  medical  conditions) 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  "Genera!*' 


US  Association  of  Blind  Athletes 

33  N Institute  St 
Colorado  Springs,  CO  80903 
(719)  630-0422 
(719)  630-0616  (fax) 

1,2,3,4,5,67  (blind,  visual  Impairments) 
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US  Wheelchair  Swimming 

c/o  Larry  Quintilanl 
229  Miller  St 
Middleboro.  MA  02346 
(508)  946-1964 
(508)  946-4737  (fax) 

^ ltquinn@aol.com 

12,3,4  7 and  older,  mobility 
Impainnents) 


Archery 

Wheelchair  Archery  USA 

c/o  Lynn  Rourke 

3595  E Fountain  Blvd,  Ste  L 

Colorado  Springs,  CO  80910 

(719)  574-1150 

1,2,3, 4 

Basketball 

National  Wheelchair  Basketball 

Association 

c/o  David  Kiley 

Casa  Colina  Centers  for  Rehabilitation 

2850  N Garey  Ave 

Pomona,  CA  91769-6001 

(606)  257-1623 

(606)  258-1090  (fax) 

1.2.3  7-65  years;  physical  disabilities) 

National  Wheelchair  Basketball 
Association  Youth  Division 

c/o  Bob  Szyman,  Commissioner 
St  Louts  Wheelchair  Athletic  Association 
6420  Clayton  Rd 
St  Louis,  MO  63117 
(314)  768-5325 
(314)  768-5316  (fax) 

1.2.4  (high  school  students,  21  and 
unden  physical  disabilities) 

USA  Deaf  Basketball 

c/o  Bennie  Maucere 
3964  MuriettaAve 
Sherman  Oaks,  CA  91 423 
(818)  789-9573  (TTY) 

(818)  789-2087  (fax) 

^ Jamesr111@aol.com 
1,2,3;  Offers  youth  basketball  camp 

Boccia 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  "Generar 

Bowling 

American  Blind  Bowling 
Association 

c/o  Ron  Beverly,  Editor/PR 
67  Bame  Ave 
Buffalo,  NY  14215 
(716)  836-1472 

1,2, 4, 6 (18’80  years;  blind,  visual 
impairments) 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  "Generar 

US  Deaf  Bowling  Federation 

c/o  Connie  Marchione 
8071  Cherrystone  Ave 
Panorama  City,  CA  91402 
(818)  785-1 478  (TTY) 

1,2,3  (14  and  Olden  deaf,  hearing 
Impairments) 


('(nitimird  OH  pcifir  Tfl 


ERJO  ♦ EXCEPTIOMAl  PARENT  / JUNE  1995 


"Cv 


troi 


• ,r^ 


November  8,  1993 
Q'Straint 

3085  Southwestern  Blvd. 

Orchard  Park.  New  York  14127 

Dear  Mr.  Reaume: 

Your  company  may  have  very  well  saved  my  life,  for 
that  1 sincerely  thank  you.  Here  is  my  story. 

1 am  a disabled  person  working  for  a wheelchair  transit 
company.  I schedule  the  buses  with  passengers.  On 
Novembiar  3. 1993, 1 was  a passenger  in  a para  transit 
bus  which  was  involved  in  a 2 vehicle  collision.  In  this 
collision  this  bus  was  flipped  over  on  its  side.  I am  a 
very  heavy  person  200  lbs  +.  My  wheelchair  was 
secured  in  the  vehicle  with  the  Q'Straint  system.  I did 
not  even  move  in  this  incident.  I contribute  this  to  the 
driver  using  your  system  correctly  and  obviously  it  must 
be  one  terrific  system.  I shudder  to  think  of  the 
scenarios  of  what  might  have  happened  had  they  not 
done  their  job.  I sustained  minor  injuries.  My  wheelchair 
has  had  to  have  some  repairs  done  to  the  front  casters 
which  were  pushed  back  in  the  accident.  This 
prevented  my  chair  from  being  used  as  the  front 
casters  would  not  rotate.  I strongly  believe  if  the  driver 
did  not  use  this  system  as  it  was  meant  to  be  used,  I 
would  not  be  able  to  write  this  note  to  you.  You  have 
created  one  great  system.  Many  thanks. 

Sincerely 

Linda  Jane  France 


HANOI  - TRAKSr 
.1737  Wslker  RiuJ 
WindMir,  (.’Ontario 
NSW  3S9 


Mirchi:  1994 


0;StTMni 

90HS  Sow<hwr>t«ni  BK.1 
Otthtrd  Pait.  S'c«  Yutk  I4l^7 

MTN'  Hi  Ivnn 


2347  milfi  into  cur  (uiinm  <np  (rcm  ChutCu  lu  Lj1.(  Elfarav  C«ld(ma.  1 htJ  ruw  hunt  V 
iIk  ctH  (ham  4A«i  Ullint  our  clicMt  .%vr(  wi:hui4  (rwbCocluuloui 

It  Kkl  bMn  ninir^  «vrr  unt*  wc  cMdcJ  Ihc  (o  thu  Im4  k|  of  our  (np 

rcrrv<in]rcwt(ivitr  and  tuiinrukiKKuUi  and  'wtrt  lual(inClorvrardCaa  rrUunto-atiDit. 

Upon  cnunnt  the  M hind,  up  hilL  cufvt  noitu  ■ (mail  whil*  picirup  uuek  ci>mir>t 
tourarJ  ui  from  Iht  oppcult  ilircctiun  V tnfih  ipr«d.  Bate*  dlhti  oT  ui  <ould  avtnM.nk,  tv  Im4 
control  odhu  inack.  cnttrtdour  lant.  and  hrt  ui  hradoa  T>w  cccnfcuvd  ipt«d  .V  tht  two  ««■ 
lucJci.  accordant  u>  Iha  California  Htthva>  Palrul.  »ai  100  mTh.  When  wt  casne  Ira.  «.a  h«(an  to 
auau  our  uluation.  IVriy  «aa  trapped  by  the  mrlal  (lotti  ttw  i rmill  and  daihlnvrd  but  daJn  I 
thank  an>thu^  had  been  broken  I looked  around  ani  taM.  that  I waiidU  ultinj  ui  nty  nheek 
(hair  and  that  il  hailn't  TTm-ed  Hoie  iurptuir4))'  >'  wemed  In  itifl  lunctinn.  Tlv  Up  bnard  I 
had  been  uunt  leeined  to  haiT  dauppeaied.  Ei'crtiually.  I <(>und  one  Half  ot  the  irl<<  board  in  the 
(font  teaL  and  the  other  hall  in  Ihe  Iwk  <t  the  <nn.  M>-  wheekhur  Up  bell  had  pulled  luoae  on 
the  n<N  ltd;  1 looked  at  my  Q Straanl  lyitem  artd  amaim^y  erivadh.  d waa  totally  intact  The 
thmilder  belt  locked  propetly.  Ihe  bp  belt  remained  tecurr.  anl  all  four  coenen  o<  ir.y  chatr 
tentunpd  ultdly  ccewtecltd  to  Ihe  floor.  Teny  walked  anl  I roIlH  away  iKm  thit  ac  adeni 


December  15, 1993 
Q'Straint 

16  • 100  Sheldon  Dr. 
Cambridge,  Ontario 
NIR  757 


r)i*;ir  Mr.  Gitardin. 

just  a quick,  note  to  advise  of  a recent  incident  Handi* 
Trainsit  u*ns  involved  in,  and  the  role  Q'Straint  played  in 
It.  Our  bus  involved  in  a eollisuin  .ifter  a kxr.il  utility 
Vain  ran  .i  red  li^ht  causin)^  it  to  collide  broadside  with 
(lur  bus.  The  van  was  destroyed,  our  hus  sustained 
damaj:es  in  excess  of  Si  5.000;  the  three  wlieelchair 
passenj^ers  secured  with  Q’Stramts  did  not  move. 

Yout  prskluct.  which  we  u>e  exclusivclv,  did  the  jt'b  it 
was  siippoH'd  iti  dti.  Tiiank  yi''!!  ittr  a superu»r  privfiict  in  a 
ditv  when  inediixrritN  the  na>rin. 

Yours  sineervK, 


C'.  Dou^liis  bills, 
Man.teer 


o 
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For  People  Who  Care 

WHEELCHAIR  AND 
OCCUPANT 
RESTRAINT  SYSTEM 


TM 


5.34 


Q’Straint  (USA) 

,3085  Southwestern  Blvd. 
Orchard  Park,  New  York  14127 
Phone:  716-675-2222 
Fax: 716-675-2270 

Q’Straint  (Canada) 

16-100  Sheldon  Dr. 
Cambridge.  Ontario  NIR  7S7 
Phone:519-622-0000 
Fax:  519-622-0021 


CIrclP  «2S1 


Beautiful  Pocono  Mountain  Summer  Camp 

for  persons  with 
Developmental 
Disabilities. 
Recreation,  Sports, 
Cultural  and 
Performing  Arts.  Well 
trained,  experienced  staff,  31st  year.  Sessions  from 
2 weeks  up.  Year  round  residential  services  for 
Prader-Willi  clients. 


Write  Keystone  City  Residence 
406  N,  Washington  Ave. 
Scranton,  PA  18503 

or  call  1-800-747-4988 


Circle  #48 
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ACCREDITED 

CAMP 


American 

Camping 

^Association^ 


m&mm 


couthnuui  from  76’ 

Cycling 

USABA  Sports  Director 
for  Tandem  Cycling 

c/o  Bill  Yeung 
2878  Copley  Ave 
San  Diego,  CA  92116 
(619)  281-1621 
1 ,2,4,5  (blind) 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  ’'Generar 

US  Deaf  Cycling  Association 
c/o  Bobby  Skedsmo 
2625  Copa  Del  Oro  Dr 
Union  City,  CA  94587-31 75 
(510)  471-9011  (rrY/fax) 

1 (unaided  bilateral  hearing  loss  of  55 
dB  or  greater) 


Photo  courtesy  Canadian 
Recreational  Canoeing 
Association,  Hyde  Park,  Ontario. 


Fishing 

See  Also:  ’’Outdoor 
Recreation/Wildemess  Exploration’’ 


Canoeing 


Fishing  Has  No  Boundaries 
PO  Box  175 


American  Canoe  Association,  Inc. 
Disabled  Paddlers  Committee 
7432  Alban  Station  Blvd,B-226 
Springfield,  VA  221 50 
(703)  451*0141 
(703)  451 -2245  (fax) 

^ ACA  Direct@aol.com 
12,3,4 

Canadian  Recreational  Canoeing 
Association 

1029  Hyde  Park  Rd,Ste5 
Hyde  Park,  ON  CAN  N0M1Z0 
(519)  473-2109 
(519)  473-6560  (fax) 

3,4, 5,6 

Cross  Country 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  “Generar 


Key  to  Services 

1.  ORGANIZES  NATIONAL 
COMPETITIONS 

2.  ORGANIZES  LOCAL 
COMPETITIONS 

3.  TRAINS  LEADERS,  SUCH  AS 
COACHES  AND  PARENTS 

4.  PROVIDES  INFORMATION 
(l.E.,V10eOS,PUBUGAT10NS) 

5.  OFFERS  FREE  LOANER 
EQUIPMENT  TO  PARTICIPATE 
IN  PROGRAM  (I.E.,  RACING 
WHEELCHAIRS) 

6.  OFFERS  EQUIPMENT  USE 
FOR  A FEE 

7.  PROVIDES  FINANCIAL  AID 


Hayward,  Wl  54843 
(800)  243-3462 
(715)  634-3185 
(715)  634-1305  (fax) 


Photo  courtesy 


Fishing  Has  No  Bounderies, 
Hayward,  Wl. 


Gardening 

American  Horticultural  Therapy 

Association 

362A  Christopher  Ave 

Gaithersburg,  MD  20879 

(301)948-3010 

(301)  869-2397  (fax) 

^ 75352.1 22@compusefve  com 
4 


ntohnnrd  <m  luujv  HO 


Therapy  dtV( 


Rock  N'  Roll  takes  great  pride  in 
providing  a device  that  brings  joy  to 
others.  Rock  N'  Roll  will  customize  a 
cycle  for  the  needs  of  each  individual, 
such  as  those  with; 

Spina  Bifida 
Cerebral  Palsy 
Partial  Paralysis 
Amputations 
Orthopedic  Handicaps 
Visual  Impairmenl/Biindnesi 
Muscular  Dystrophy 


Cfieritfi  and  fier  "bicycle" 


One  Cfiild  and  One  Adult 


Hand  Power  - Foot  Power  or  Botfi  at 
the  Same  Time 


O 

ERIC 


Ask  how  you  can  earn  your  cycle  absolutely  free! 
Rock  N’  Rollteven  pays  the  shipping! 


Clrcl*  #171 1 


536 


Improves  coordination, 
postural  control  and 
muscle  tone. 

Provides  independence. 
Secured  in  center  with 
belt  or  seat. 

Trade-in  policy. 

S,M,L 

Covered  by  most 
insurance  companies. 


THE  WATER  WALKER 


* Prone  or  supine  support. 

* Contour  lines  that  allow 
use  of  arms  and  legs. 

* Straps  to  secure  person 
on  float. 

* Pillow  for  head  support. 

* S,MX 


AQUATIC  THERAPY  FLOAT 


Contact: 

AQUATIC  THERAPY 

1903  East  B Avenue 
Plainwell,  MI  49080 
(616)  349-9049 


Circle  #118 


ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 


• Physical  Therapy 

• Occupational  Therapy 

• Speech  and 
Language  Therapy 

• Communication  Aids 


' Special  Education 

> Music  Therapy 

> Special  Medical 
Attention 

> Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensi>d  private  school. 

For  mora  information  write  or  cail: 
iDlane  L Gailagher,  Dirc'ctor 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 


ERIC 
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Photo  courtesy  United  Cerebral 
Palsy  Athletic  Associatin, 
Dallas,  TX. 


ronthnird  from  7H 

Goal  Ball 

USABA  Sports  Director  for  Goal  Ball 
c/o  Stephen  Kearney,  Director  of 
Athletics 

Oklahoma  School  for  the  Blind 
3300  Gibson  St 
Muskogee,  OK  74403 
(918)  682-6641  (days) 

(918)  683-0338  (evenings) 

(918)  682-1651  (fax) 

^ oksb@gteens.com 
1,2,3,4,5,6,7(8-45 years;  visual 
impairments) 

Horseback  Riding 

North  American  Riding  for  the 

Handicapped  Association 

c/o  Bill  Scebbi 

PO  Box  33150 

Denver,  00  80233 

(800)  369-7433 

(303)  452-1212 

12,3,4 

Ice  Hockey 

American  Hearing  Impaired 
Hockey  Association 

c/o  Irv  Tlahynbik 
1143WLakeSt 
Chicago,  IL  60607 
(312)  226-5880 
(312)  829-2098  (fax) 

1,3,7  (10-20  years;  unaided  bilateral 
hearing  loss  of  55  dB  or  greater) 


Outdoor 

Recreation/Wilderness 

Exploration 

Breckenridge  Outdoor 
Education  Center 
PO  Box  697 

Breckenridge.  CO  80424 
(303)  453-6422 
(303)  453-4676  (fax) 

2.3.4.7 

Cooperative  Wilderness 
Handicapped  Outdoor  Group 
Box  8118,  Pond  Student  Union 
Idaho  State  University 
Pocatello.  ID  83209 
(208)  236-3912 
(208)  236-4600  (fax) 

3.4.5.6.7 

Courage  Center 
391 5 Golden  Valley  Rd 
Golden  Valley,  MN  55422 
(612)  520-0520 
(612)  520-0577  (fax) 

2,4,5  physical  disabilities) 


Photo  courtesy 

Breckenridge  Outdoor  Education 
Center,  Brekenridge,  CO. 


Environmental  Traveling 
Companions 
Fort  Mason  Center 
Landmark  Bldg  C 
San  Francisco,  CA  941 23 
(415)  474-7662 
(415)  474-391 9 (fax) 

3,4,7 (10 and  Older) 

r< nit i nurd  (hi  pagr 


Photo  courtesy 

Breckenridge 

Outdoor 

Education 

Center, 

Brekenridge,  CO. 


liCjRMlOil 


Photo  courtesy  Sports  *N 
Spo^ces/Paralyzed  Veterans  of 
America,  Phoenix,  AZ. 


conlhiucd  froni  Hi) 

National  Park  Service 

Office  on  Accessibility 
800  N Capitol  NW,  Ste  580 
Washington,  DC  20002 
(202)  343-3674 
(202)  343-4230  (fax) 

Provides  accessibility  information  for 
national  parks 

Paraplegics  on  Independent 

Nature  Trips 

c/o  Carol  Barrett 

4144  N Central  Expwy 

Dallas,  TX  75204 

(214)  827-7404 

(214)  41 4-3772  (fax) 

1,2, 4, 5 (physical  disabilities) 


Key  to  Services 

1.  ORGANIZES  NATIONAL 
COMPETITIONS 

2.  ORGANIZES  LOCAL 
COMPETITIONS 

3.  TRAINS  LEADERS,  SUCH  AS 
COACHES  AND  PARENTS 

4.  PROVIDES  INPORMATION 
(le,  videos,  PUBUCATIONS) 

5.  OFFERS  FREE  LOANER 
EQUIPMBITTOPAiniClPATE 
IN  PROGRAM  (I.E.,  RACING 
WHEELCHAIRS) 

6.  OFFERS  EQUIPMENT  USE 
FOR  A FEE 

7.  PROVIDES  HNANCIAL  AID 


Wilderness  Inquiry 
131 3 Fifth  StSE,  Box  84 
Minneapolis,  MN  55414 
(800)728-0719 
(612)  379-3858 
(612)  379-5972  (fax) 

4,5,7 

Performing  Arts 

Association  for  Theatre 
and  Disability 
c/o  Access  Theatre 
527  Garden  St 
Santa  Barbara,  CA  93101 
(805)  564-2063 
(805)  564-2424  (TTY) 

(805)  564-0051  (fax) 

^ Rippyrod@aol.com 
Maintains  national  talent  bank  of 
artists  with  disabilities,  organizes 
national  conference  on  accessible 
theater  every  August 


COHttNUrd  on  IHKJO 


Photo  courtesy  The  Cooperative 
Wilderness  Handicapped 
Outdoor  Group,  Pocatello,  ID. 


Augmentative  Communication 
Sensory  Manipulation 
Recreation  Equipment 
Positioning  Systems 
Mobility 
Videos 


Adapted  Toys  k Devices 
Capability  Switches 
Language  Software 
Large  Print  Books 
Audio  Cassettes 
. . . and  more! 

New  & Expanded 


pSANALtd. 

J A\fery  Special  Catalogue 

P.O.  Box  17,  Irv  ington,  N.Y.  10533 
loll  Free  1-800-443-4728  Fax  1-914-591-4320 


Circle  #176 
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The  Baby  Joggei® 

Mobility  and  comfort  combine  for 
both  parent  and  child!  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs, even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Safe,  stable,  endorsed  by  pediatricians. 

01990  RSI 
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Lightweight  Portability  Solves 
Transport  Problem 

Convaid’s  bu^i»ies  arc  the  answer  h^r 
moms  and  kids  on  the  <jo.  Ltnij:  known 
tor  their  patented  folding  design,  they 
K^ld  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  tor  indoor 
or  outdoor  use. 


Full  Range  of  Accessories 

A choice  ot  up  to  twenty  (options  on 
t'omaid  s buggies  include>  a transparent 
detachable  tray,  made  ot  unbreakable 
Lexan",  and  a detachable  canopy  tor 
shade  and  protection  from  the  element^. 


PRODUCT  NEWS 


New  BusA^an  Tie-Down  Models 

Now  a\ailable,  the  Cruiser  Tran.spi)rts,  a 
new  bus/van  tie-down  buggy  line  from 
Convaid,  .successfully  crash  tested  at  30 
MPH,  20g  deed  in  a h^rwarddacing 
configuration  with  up  to  170  lb. 
dummy,  using  a Q^Straint  (with 
positive  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Convaid’s  EZ  Rider  makes  transport  easy 
and  fun  with  six  colors,  several  sizes  and 
extensive  adjustability. 


.Convaid  continues  to  add  to  its  broad 
..  .pf  po^UloOTg  buggies  to  fit  any  age, 

‘ ^^ny  size  at\d  most  tight  budgets. -Choose 
from  the  Cruiser  line'' with  its  many 
different  positioning  accessories,  the  EZ 
Rider  with  its  quick  folding  design,  or  any 
of  Convaid’s  compact  foldi|ig  huggto.,  Hus 
we  offer  the  Cruiser  Transport  line;  a 
bus/van  tie-down  successfully  tested 
up  to  a 1 70  lb.  dummy. 

All  Convaid  buggies  feature  our  patented 
folding  design  which  eliminates  slump  and 
the  h^d  of  accidental  folding.  Imagine 
the  possibilities. 

Mo^in  ffie  USA.  Fiw  Ycur  Wjgjantv. 

*^40 
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Quality  Incontinent  Care  Products 

Help  keep  skin  dry 
and  provide  outstanding  leakage 
protection! 

Protection  For  All  Your  Needs 

from 


T 1 


ARC  Home  Health  Products 

• Full  line  of  products  in  stock 

• UPS  deliveries  to  your  door 

• No  add-on  shipping  & handling  citarges 
• Personal,  knowledgable  service 

• VISA/Mastercard  accepted 

Your  satisfaction  is  our  concern! 
Cat!  Us! 


Ultri  Aitf nd%  BncK 


AKcniJs  ^ jsIh  (•ithK 


1800’2788595 
for  more  information 


AwndM  ItUo  UndnDnnrw 


Auflxb*Brvb 

Available  In  Youth 


ARC  Home  Health  Products 
RR#4  Box  161  • Oneonta,  New  York  13820 

An  Affirmative  Enterprise, 
providing  Jobs  for  people  with  disabilities. 


SAVE  BUY  BULK 


Aooids*  Inscn  Pads 
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equipment 


P.O.  Box  33  • Bedford,  MA  01730 
(617)  275-7681  • Fax  (617)  275-4094 
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Our  prices  moke 
everyone  happy! 

Send  for  a free  catalog 
of  adaptive 
equipment. 
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Powerlifting 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  ''General‘* 

Quad  Rugby 

Wheelchair  Sports,  USA 

See  listing  under  "'Generar 

Racquetball 

National  Wheelchair  Racquetball 
Association 

c/o  Geno  Bonetti 

Director  of  Spinal  Cord  Programs 

Healthsoiith  Rehabilitation  Hospital  of 

Pittsburgh 

2380  McGinely  Rd 

Monroeville,  PA  15146 

(412)  856-2468 

(412)  856-2437  (fax) 

12.3.4.5  (wheelchair  users) 

Sailing 

Access  to  Sailing 
c/o  Duncan  Milne 
19744  Beach  Blvd,  Ste340 
Huntington  Beach,  CA  92648 
(714)  722-5371 

2. 3. 4.5  (6  and  Older) 

National  Ocean  Access  Project 
PO  Box  10246 
Rockville,  MD  20849 
(301)  217-9842,  ext  6 

12,3,4,5,6 

Ontario  Sailing  Association 
Committee  for  Sailing  for  Disabled 
Persons 

1185  EglingtonAve  E 
North  York.  ON  CAN  M3C  3C6 
(416)426-7271 
(416)  426-7344  (fax) 

12,3,4,5,6 


Photo  courtesy  The 
Cooperative  Wilderness 
Handicapped  Outdoor  Group, 
Pocatello,  ID. 

US  Sailing  Association 

Committee  on  Sailors  with 
Special  Needs 
PO  Box  209 
Newport,  HI  02840 
(401)849-5200 
(401)  849-5208  (fax) 

^ US  Sailing@compuserv.com 

13,4,6 

Scuba 

Moray  Wheels:  Adaptive  Scuba 
Association 

PO  Box  1 660  General  Mail  Facility 
Boston,  MA  02205 
(603)  598-4292 
3,4,5(14  and  older,  physical 
disabilities) 


Photo  courtesy  American  Sledge  Hockey  Association.  Bloomington.  MN. 
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National  instructors 
Association 

for  Divers  with  Disabilities 
PO  80X  112223 
Campbell,  CA  95011 
(408)  379-6536 
^3  dshrout@aol.com 

3.5.6 

Skiing 

Canadian  Association 
for  Disabled  Skiing 

Box  307, 

Kimberley.  BCCAN  V1A2Y9 
(604)  427-7712 
(604)  427-771 5 (fax) 

1.4.5. 6 

US  Deaf  Skiers  Association 
c/o  W.  Edward  Ingham 
0400  Palatine  Hill  Rd 
Portland,  OR  97219 
(503)  245-2192  (TTY) 

(503)  246-3757  (fax) 
Edlngham@aol.com 
12,3.4,7 

Slalom 

(for  wheelchairs) 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  "General" 

Sledge  Hockey 

American  Sledge  Hockey 
Association  (ASHA) 
c/o  John  Schatzlein 
10933  Johnson  Ave  S 
Bloomington.  MN  55437 
(612)  750-3973 
(612)888-5331  (fax) 

1, 3,4,5  (11-21  years;  mobility 
impairments) 

Soccer 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  "General" 

Softball 

National  Softball  Association 
of  the  Deaf 

c/o  Vance  Rewolinski 
6605  Krolton  Dr. 

Austin  TX  78745 

1,2 


o 


National  Wheelchair  Softball 

Association 

c/o  Jon  Speake 

1616  Todd  Ct 

Hastings.  MN  55033 

(612)437-1792 

1.5 

Table  Tennis 

American  Wheelchair  Table 

Tennis  Association 

c/o  Jennifer  Johnson 

23  Parker  St 

Port  Chester,  NY  10573 

(914)  937-3932 

(914)  937-3932  (press  *51  for 

fax) 

1,2,4  (4  and  older) 

Team  Handball 

UCPAATeam  Handball 
Technical  Officer 

c/o  Bill  Wilkie 
UCPA  of  Greater  Hartford 
80  Whitney  St 
Hartford,  CT  06105 
(203)  236-6201 
(203)  236-6205  (fax) 

1,2,34  (12  and  older;  physical 
disabilities) 


Photo  courtesy  Sports  ‘N 
Spokes/Paralyzed  Veterans 
of  America,  Phoenix,  AZ. 


Tennis 

International  Foundation  of 
Wheelchair  Tennis 
Peter  Burwash  International 
Attn:  Director-Special  Programs 
2203  TImberloch  Pl.Ste  126 
The  Woodlands,  TX  77380 
(713)  363-4707 

(713)  292-7783  (fax) 

^ PBI@infohwy.com 

12.3.4,5 

National  Foundation  of 
Wheelchair  Tennis 
Brad  Parks,  Executive  Director 
940  CalleAmanecer.Ste  B 
San  Clemente,  CA  92672 

(714)  361-3663 
(714)  361-6603  (fax) 

1,2,4  (7  and  older;  physical 
disabilities) 

Track  and  Field 

US  Cerebral  Palsy  Athletic 
Association 

See  listing  under  "General" 

Wheelchair  Sports,  USA 

See  listing  under  "General" 

Water  Skiing 

American  Water  Ski 
Association 

Committee  on  Water  Skiing  for 

the  Disabled 

799  Overlook  Dr 

Winter  Haven,  FL  33884-0799 

(800)  533-2972 

(813)  324-4341 

(813)  325-8259  (fax) 

^ 73024.3504@compuserve.com 

1.34 

Weightlifting 

US  Wheelchair  Weightlifting 
Federation 

c/o  Bill  Hens 
39  Michael  PI 
Levittown,  PA  19057 
(215)  945-1964 

organizes  international  team  for 
competition  (16  and  older;  physi- 
cal disabilities) 

Wrestling 

US  Deaf  Wrestling  Association 

c/o  James  Schartner 
4835  Mt  Zion  Rd 
Frederick,  MD  21702 
(301)473-5255 
1,2.3  (18-34;  deaf) 


With 

a Foreword  bij 
Chris  Burke 

Down  Syndrome: 

Living  and 
Learning  in  the 
Community,  written  under 
the  auspices  of  the  National 
Down  Syndrome  Society,  pro- 
vides state-of-the-art  informa- 
tion and  advice. 

This  book  will  prove  an  invalu- 
able tool  for  parent.s  and  health 
care  professionals,  enabling 
people  with  Down  syndrome  to 
cope  with  the  problems  they 
face  and  participate  to  th('. 
fullest  in  community  life. 


Lynn  Nadel  is  a l*rofessor  of 
Psychology  at  the  Univ(*rsitv  of 
Arizona. 

Donna  Rosenthal  is  a past 
Lxi!cntivc  I^ii  ('<  for  of  the.  National 
Down  .Syndiomc  .Society. 

0-471 -021 92-X  • doth  • $49.05 
0-471-02201-2  • paper  • $17.9.5 
312  pag(‘.s 


Avalldble  at  your  local  bookstore 
or  1-800-879-453^,  or ... 
..  1-800.US-WILEY 


it 


WILEY 
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Using  Ordinary  Toys  for  Kids  With  Special  Needs: 
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For  more  than  100 
suggestions  on 
how  to  easily  adapt 
ordinary  toys  for 
kids  with  special 
needs,  look  at  the 
1995  edition  of 

The  Best 
Toys,  Books 
& Videos 
for  Kids 


(HarpesrCoHins^  $12)  by  Joanne  and 
Stephanie  Oppenheim.  The  book  is  a 
comprehensive  guide  to  more  than 
1 ,000  classic  and  new  products  for 
children  from  infants  to  preteens. 
Available  through  Exceptional  Parent 
Library,  (800)  535-1910. 


Outdoor  Fun 

by  Joanne  and  Stephanie  Oppenheim 

Getting  into  the  big  outdoors  is  one  of  the  delights  of  summer.  Outdoor 
play  is  a time  to  let  loose,  to  shout  and  laugh  out  loud  without  worry- 
ing about  making  too  much  noise  or  bothering  neighbors.  It’s  a time 
for  flexing,  stretching,  iLSing  muscles  and  getting  a sense  of  one’s 
physical  self.  It’s  often  a social  time  when  kids  learn  the  give-and-take  of  play- 
ing with  others.  Well-chosen  toys  can  build  children’s  confidence  about  them- 
selves as  “doers.”  Here  are  some  ordinary  toys  for  outdoor  fun  tliat  may  require 
little  or  no  adaptations  for  children  with  disabilitie.s. 

Following  each  toy’s  name  in  parentheses  is  the  name  of  its  manufacturer, 
the  recommended  retail  price  and  a customer  service  number  that  may  be 
used  for  ordering  or  for  more  information. 


Musical  Bubble  Tunes 

(CAR  59.99;  21h/29J-6  i) 

Kids  who  may  not  bo  able  to  blow  bubbles  can  still  have  the  thrill  of  t reating 
a rush  of  bubbles  with  a f)ush  of  a button.  This  bubble  toy  plays  music  when 
another  button' is  [)ushecl.  It  plays  "Happy  Birthday"  and  seven  other  tunes. 
Re(|uires  two  .AA  batteries. 


Airplane  Swing 

(Littfe  Tikes,  $25-$28;  800/321-0183) 

A parent  told  us  how  useful  this  airplane  swing  with  its  high  back  has  been  for  her  three-year- 
old  who  needs  extra  support  for  sitting.  Tots  practically  wear  this  jolly  airplane  that  holds  them 
all  around  with  leg  holes  and  no  place  to  slip  through.  Has  an  adjustable  seat  belt.  Can 

accommodate  children  up  to  SO  pounds. 

Activity  tip:  Uso  wnrd^  like  "flis/er"  ^ind  "slower/'  "higher"  nnd  "lower/'  "stop"  and  "go"  to 
reinforce  these  concepts  in  active,  meaningful  ways.  Play  pretend  games  in  which  your  tot  is  flying 
to  a faraway  place;  talk  alx)ut  what  the  child  can  "see"  as  he  or  she  flies. 


i"  ^7 
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Roll  'n  Rattle  Ball 

(Plavskool,  59.9P; 

It  takes  very  little  to  activate  this  wonderful  rolling  toy,  but  children  get  visual  as  well  as  sound  feedback 
from  the  multi-colored,  tiny  Ixsids  that  swirl  and  swish  in  this  soiMhrough  sphere  with  a bright  yt'llow 
and  blue  ball  inside.  The  toy  is  not  for  throwing,  but  it's  idtsil  for  stimulating  c hildrc'n  to  t rawl  after  and 
swat  at  with  whole-hand  movement;  use  also  for  roll-back-and-forth  sex  ial  games.  Nmls  no  adapta- 
tion. 

Activity  tip:  To  ntotivate  and  involve  an  older  child,  use*  the  hall  fora  guessing  game.  Will  the  ball 
stop  yellow  side  up  or  blue^  Let  the  child  guess.  Then  take  turns  spinning  the  ball  and  chant  "Round 
and  rrnmd  she  gex^s.  Yellow  or  blue;  which  one  mostly  showsr  Ot  rourse,  both  colors  will  show,  but 
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Double  Fun  Wagon 

aoday's  Kids,  $33-$45;  800/258-8697) 

This  innovative  wagon  is  designed  to  double  as  a hauling  or  ride-in  vehicle,  Tho  floor  of  the  wagon  can 
be  closed  or  opened  halfway  to  the  ground  so  kids  with  disabilities  can  sit  in  it  as  passengers  or  use 
their  legs  to  help  it  move.  The  handle  works  at  child-height  or  telescopes  for  an  adult  to  pull. 

Adaptation  idea:  For  a child  who  needs  extra  support,  a seat  belt  with  Velcro  closings  can 
he  added  to  the  high  back  of  the  wagon. 


Crayola  Magic 
Sunlight  Prints 

(Craynb,  $14.99;  800/272-9652) 

Printing  images  with  the  sun  on  light- 
sensitive  paper  is  like  magic!  This  kit  comes 
with  clear  directions,  markers,  a glitter-glue 
pen,  acetate  images,  frames,  stencils  and  1 5 
pieces  of  special  print  paper  Gives  pleasing  results 
for  kids  who  may  not  be  able  to  draw  with  conventional  art  tools. 

A little  art,  a little  science,  a lot  of  fun! 


Drive-ln  Playhouse 


(Step  Two,  $155;  800/347-8372) 

A playhouse  that  meets  today's  building  codes.  With  its  double  door  opening  (22.25  inches  wide), 
a small  wheelchair  can  roll  right  into  this  playhouse  that  has  big  windows,  a built-in  table  and 
a cordless  phone. 


Creative  Art  Center 

(Step  2,  $4.5-$50;  800/547-8527) 

A young  artist  in  a wheelchair  can  sit  at  the  work  table 
and  paint  or  color.  Can  l)c  used  indoors  or  outdoors  by 
one  or  several  children  at  a time.  There's  roc)m  at  the 
table  for  painting,  chalk  or  crayon  drawing  and 
desktop  publishing. 


Pickup  Truck 

(Little  Tikes,  $75-$80;  800/521-0185) 

Newest  in  the  fleet  of  sturdy  ride-in  vehicles,  this  fcx)t-to-floor  (no  pedals)  truck  can  build  upper- 
and  lower-f-K-idy  coordination  and  imagination.  Doors  o|)en  for  easy  in  and  out  and  there's  room 
for  cargo.  Includes  a working  tailgate. 

Adaptation  idea:  For  a child  who  needs  extra  support,  a seat  belt  with  Velcro  closings  can  be 
added  to  the  high-backed  scat. 

Shopping  tip:  Battery-oper€ited  ride-in  cars  that  can  Ix^  fictivated  with  the  touch  of  a button  may  be 
a ^*ood  choice  for  kids  who  are  unable  to  pedal  or  propel  a kx^t-to-flcxyr  vehicle.  However,  such 
toys  are  expensive,  and  require  constant  suf)ervision  and  regular  battery  recharges. 


*These  products  were  n virnved  by  the  Oppenheim  Toy  Portfolio,  an  indepmident  consumer  oiyanization  that  tests 
and  evaluates  the  best  products  for  children.  The  organization  annually  publishes  THE  BEST  TOYS,  BOOKS,  & 
VIDEOS  FOR  KIDS;  it  also  publishes  a quarterly  newsletier.  Both  publications  inchuie  learning  activity  ideas  and 
ways  fjo  adapt  ordinary  products  for  kids  with  special  needs.  7b  subscribe  to  the  newsletter  send  $12  to  The 
OppenheUn  Tby  Portfolio,  MO  East  9th,  Suite  IMm,  New  York,  NY  10003.** 
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Our  BeasyTrans  will  give  your  child 
greater  mobility  & independence. 

It'll  also  save  your  back. 

No-Lift 

Transfer  Benefits 

• Tissue  Friendly 

• Eliminates  Lifting 

• Dignified  Transfers 

• 40"  and  27.5"  Lengths 

Your  child  may  grow  out  of  many  products,  but  the 
Beasy  will  not  be  one  of  them.  This  portable  no-lift 
transfer  system  will  travel  with  you  and  your  child 
everywhere  and  last  forever.  To  learn  more  about 
the  Beasy:  Call  1-800-232-7987  and  ask for  our free 
video. 


Beatrice  M.  Brantman,  Inc. 

207  E.  Westminster,  Lake  Forest,  iL  60045 


niKE  CONTROL 

•INDEPENDENCE 
•MOBIUTY 
•CONVENIENCE 

> Wheelchair  Getaways  provides  mobility  freedom. 
>■  Start  now  to  access  more  of  life. 

>■  Experience  what  you  want,  when  you  want  it... 
friends,  family,  entertainment.  You  Choose! 

>•  Select  vehicles  equipped  with  hand  controls. 

>■  Call  today  to  rent  one  of  our  fully  equipped, 
wheelchair  accesssible,  full  sized  or  mini  vans. 
Serving  over  80  cities  in  the  Continental  U.S.  and 
Puerto  Rico. 

Wheelchair 

Getaways® 

FOR  RESERVATIONS  AND  FRANCHICE  INFORMATION 
CALL:  1-800-642-2042 
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Kennedy  Krieger  lnstitute...providinq  quality 
services  for  youngsters  of  any  age  with: 

• Assistive  Technology  Needs 

• Motor  and  Language  Delays 

• Metabolic  & Degenerative  Diseases 

• learning  Problems  and  Disabilities 

• Mental  Retardation 

• Head  Injury 

• Birth  Defects 

• Cerebral  Palsy 

• Feeding  Disorders 

• Behavior  Problems 

• Down  Syndrome 

• Other  Special  Needs 


CMdren’s 
knitter  is 
music  to 
our  ears. 

Our  dedicated  staff  at  the 
Kennedy  Krieger  Institute 
is  devoted  to  helping  chil- 
dren and  adolescents  with 
physical,  mental  or  educa- 
tional disabilities.  Through 
diagnosis,  treatment  and 
education,  we  can  help 
find  the  key  that  unlocks 
the  future  for  your  child 
and  your  family. 


Kennedy  Kneger  Institute 

A compreftensivt  rrsoarce  for 
chtUrm  with  dtsahthtm 

Call  us  to  talk  about  your  concerns,  slight 
or  severe.  We  can  help. 

(410)  550-9400  / 1-800-873-3377 
707  North  Broadway 
Baltimore,  MD  21205 
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Voice  Output  Keyboards 

$75  - ^585 


PEACEbook  Picture  Binder 
with  foldout  Ace  200  Keyboard 

Keyboard  may  be  purchased  separately. 


M ////“"'***  ////”"”**  ////’*7/i' 
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Communication  System 

328  Main  St.  East.  Suite  514 
Rochoster.  NY  14604 
(800)  724-730 1 video  loan  available 
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You’ve  seen  Die  gifts 
of  our  athletes. 

Now  here^  a gift  for  you. 

p-, 


Send  for  your  FREE  copy  of  SkilL 
Courage.  Sharing,  Joy  today. 

This  120-page  book  is  filled  with 
stories  of  Special  Olympics  athletes 
plus  insight  into  some  of  the  programs 
that  help  develop  their  talents  and 
abilities.  To  receive  your  own  FREE 
copy,  simply  fill  out  the  coupon  and 
mail  it  today. 

er|c 


Please  send  me  my  FREE  copy  of  Slali.  Courage.  Sharing.  Jov. 

Name ^ 

Address  


City State Zip 

Phone  ( ) 

Your  relationship  with  Special  Olympics: 

n Athlete  in  your  family  □ Friend  of  athlete 

□ Coach  □ Volunteer 

□ Corporate  Sponsor  □ Other 

Return  to: 

Special  Olympics  International 
1325  G.  Street  N.W.,  Suite  500 
m ^ M Washingtott/  D.C.  20005 

SpteclaS  aiymplcm  Attn:  Joanne  DelGiomo 


Epilepsy  Foundation 
of  America,  i 


4351  Garden  City  Drive 
Suite  500 

Landover,  MD  20785 


Wembership  Reservation  Form 

□ YES,  please  enroll  me  as  a full  member  of  EFA,  I am  paying  my  first  years’ 
dues  of  $20,00  by: 

:j  Check  Enclosed  (U.S.  Funds  only) 

J Please  charge  my;  J VISA  U MasterCard  □ American  Express 

Card  No Exp.  Date  

Signature 


(301)  459-3700  or 
(301)  577-9056  (FAX)  | 

I 


Name 
Address 
City  _ 


-u- 


.State 


.ZIP 
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he  people  of  Toys  for  Special  Children  have 
sought  to  create  a new  world  of  play  for  children 

with  disabilities,  through 
the  development  of 
specially  adapted  toys, 
capability  switches, 
activity  centers, 
augmentative 
communication  aids, 
and  countless  other 
special  devices. 


Vibrating  Light  \ 


“Dr.  Kanor’s  devices 
have  benefits 
beyond  words” 

-The  New  York  Times- 
Oct.  20th,  1991 

A unique  resource  for 
technology  which  can  be 
used  to  increase,  maintain, 
or  improve  functional 
capabilities  of  individuals 
with  disabilities. 

To  get  your  catalog  call  or  write  to: 
Toys  for  Special  Children 
385  Warburton  Avenue 
Hasting-on-Hudson,  NY  10706 

800-832-8697 
O 
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Special  Service 

We  offer  many  ^standard  technical  solutions  for 
people  with  disabilities.  We  realize  that  for  some, 
special  adaptions  are  needed.  Please  call  us  so 
that  we  can  discuss  fabricating  custom  equipment 
for  your  special  requirements. 


Talking  With  Your  Child 


1+ 


Disabilities 


by  Chad  Pierro 


lemember  my  first  day  of  kinder- 
gaiten  because  of  the  isolation  I 
felt.  I was  used  to  getting  occa- 
sional glances  on  the  street,  in  the 
local  shopping  mail,  or  at  the  gix>- 
cery  store,  but  never  had  I experienced 
the  intensity  of  the  stares  I got  from  my 
new  classmates.  Before  this,  it  had  been 
obvious  to  me  that  I was  different,  but 
this  difference  was  magnified  wiren 
I walked  through  the  classroom  door. 

Having  cerebral  palsy  has  been  a part 
of  my  life  since  I was  bom,  but  as  a 
young  child,  my  disability  was  never 
really  discussed.  Maybe  it  was  because 
I had  no  questions  and  just  acceptetl 
things  as  Urey  were,  maybe  bec*ause  my 
parents  didn’t  want  to  flood  my  mind 
with  my  physical  condition — for  wliatever 
reason,  we  Just  didn’t  talk  about  it. 

But  when  I came  home  fmm  scliool 
Uiat  day,  the  questions  came  in  a fluny — 
”WTiy  was  everyone  looking  at  me?  Wiry 
airr  I different  fronr  everyone  else?  Airr 
I goiirg  to  have  any  fiiends?” 

I renrenrber  being  conrforted  by  nry 
irrother  and  father,  but  urore  than  tlrat, 

I renrenrber  getting  airsw^eis  to  each 
questioir  I asked.  My  parents  laid  thiir^is 
out  for  me  in  a clear  maimer  that  I 
understood;  I was  given  practical  ideas 
to  deal  with  rrry  feeiiirgs,  and  I was 
nrade  to  feel  okay  with  the  person  1 
was.  Once  I rose  above  my  inseciuity, 

I was  able  to  take  coirtrol  of  the  situa- 
tiorrs  I later  encountered. 

It  can  be  difficult  to  talk  openly  with 
your  child  about  his  or  her  disability  or 
chronic?  illness.  You  don’t  want  to  make 
it  the  center  of  attention,  yet  you  do 
want  your  child  to  understand  his  or 
her  condition,  as  well  as  the  different 
feelings  and  limitations  that  go  along 
with  it. 

Few  irarents  wairt  their  kids  deflirwl 
purely  by  a diagnosis.  It  Is  essential  for 


children  and 
teenagers  with 
disabilities  to  be 
aware  of  ^)ecific 
issues  that  may 
affect  tlieir  every- 
day lives  so  they  are 
able  to  emphas-  'e 

their  personalities,  not  tlreir  disabilities. 

You  w^ould  be  hard-pressed  to  find  a 
child  or  teenager  who  er\joys  sitting 
through  a lecture  given  by  a parent. 
Usually,  lec’tures  are  seen  as  conde- 
scending semrons,  not  offerings  of  infor- 
mation. Wlrat  works  better  is  answering 
questions  when  Urey  are  asked,  and  sug- 
gesting ideas  when  appropriate.  What  is 
“appropriate”  depends  largely  on  your 
relationship  wiUr  youi’  child,  but  it  is  safe 
to  say  that  (x?casional  advice  Is  more 
welconre  than  constant  preaching. 

Honesty  is  cmcial  in  all  parent-child 
relationships,  and  it  is  no  less  important 
wlien  discussing  disabilities  witir  your 
cirild  or  teenager.  So,  when  questions  are 
asked — “Wlrat’s  wrong  witir  irry  legs”  or 
“Why  can’t  I keep  up  iir  school?” — give 
answers  that  are  understandable  aird 
tmthful.  Tfy  to  give  complete  answers 
because  children  can  often  sense  when 
you  are  keeping  things  fronr  them. 

Soirre  pai*ents  have  the  tendency  to 
hold  back  infomration,  wanting  to  spai  e 
their*,  son’s  or  daughter’s  feelings.  What 
they  fail  to  realize  is  that,  in  tire  long 
tenn,  beiirg  given  correct  irjformalion  at 
air  early  age  is  very  good  for  hcaltiry 
development.  And,  if  kids  arc'  infonrrcd, 
they  can  arrswer  questions  thenrselves, 
rather  tirair  depending  on  Mom  or  Dad 
to  six'ak  up  for  them. 

Lc'anring  about  a disirbility  or  a chroiric 
illness  docs  not  happeir  in  a single  ses- 
sion; nrther,  it  Is  a process  that  continues 
over  time.  For  this  rcirson,  it  is  often  a 
good  idea  to  encourage  your  children  to 


participate  in 
different  activities  they  may  er\joy. 
Cirildren  cair  be  involved  in  sumnrer 
canrps,  sports  teams  or  school-related 
functioirs.  A variety  of  experiences  gives 
cirildren  and  teerragers  an  idea  of  what 
Urey  are  able  to  do,  as  well  as  things 
they  carr  do  less  easily. 

Remenrber  that,  iir  marry  ways,  children 
with  disabilities  develop  similarly  to 
children  without  disabilities.  It  irrakes 
seirse  then,  to  give  kids  infomration 
tlrat  helps  them  understand  irot  only 
their  differences,  but  also  what  they 
have  in  conrmon  with  other  childi’cn. 
With  this  knowledge,  cirildren  with 
disabilities  will  be  able  to  beconre  com- 
fortable witir  who  they  ai*e,  aird  who 
they  can  be.  EP 

Quid  Pienv  gmo  up  in  the  Twin  Cities 
mva  of  Minnesota.  He  is  a gmduate  of 
Minnet07ika  High  School  and  Augslmrg 
College,  with  degtees  in  English  (BA.) 
and  Psychology  (B.S. ).  Chad  wotics  as 
a tfvnsition  specialist  for  Project  Youth, 
a ptvgtwn  of  the  PACER  Center,  a 
Minneapolis-basal  family  advocacy 
agency.  In  his  wofic,  Chad  wmics  with 
teenagets  who  iuive  disabilitivs  of  all 
types  and  helps  them  woiic  thmugh  the 
issues  and  diffindties  Owy  may  be  fac- 
ing in  their  hvtisitio7i  to  adult  l{fe. 

'This  aiiieie  was  adapted  with 
i7ennissio7i  frwn  the  PACEStriTER,  dime 
1994.  Vie  PActsi:rn:H  is  a five  ncivsletter 
publishai  thive  times  a year  by  the 
PACER  Center.  For  a sample  ropy,  send 
a 9,r  12  envelope^  with  $1.00 pistage  to 
the  PACER  Center,  4826  Oiicaep  Aie.  S., 
Minneajfxdis,  MN 55417. 
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Readers  Talk  About: 

Helping  a Child  Learn  About  His  or  Her  Disability 

A few  montks  we  asked  mtders  to  sixtre  tf)eir  extxmeuces  of  talking  with  children  about  tfxir  disabilities.  But  as  tfx  mail  started  to  arriie  at  our  editorial 

offices,  uv  realized  tl)e  question  tied  asked  may  bate  been  kx)  limiting.  Most  of  the  stories  tie  read  inixdml  more  t/xm  "talking'^— indeed,  in  some  cases,  iiixit 
parents  did  not  turned  out  to  lx*  more  important  tfxm  iiixit  tlx*y  did  say. 

Tlx‘ patents  uix>  share  t/)eir  stories  with  ns  this  month  realize  tlxit  learning  alxmt  a disability  or  chronic  illness  inixtlies  mote  tlxm  a Jew  amiersations.  Indeed,  it 
will  be  a lifelongputveyfor  hoth/xitetd  and  child  For  children,  tlxpnx'css  will  certainly  imxtlie  talking  with  paretits.  but  it  will  also  intitule  discussions  witbfxxny. 
meeting  adults  with  disabilities  ami  hai  ing  oplx)rtunties  to  take  on  new  dxdlenges  in  order  to  team  iiixd  tlx/)'  can  do. 

□ □□□□ 


M: 


FoUo^g  My  Heart 


y cliildren,  Hoatlier 
and  Ix)gan,  were 
bom  witli  Miller 
syndrome,  an 
, exo*emely  rare 

genetic  condition  which  causes 
multiple  physical  anomalies 
including  facial  differences, 
shortened  and  bowed  foreanns, 
missing  or  webbed  fingers  and 
toes,  and  abnormal  growtli  of 
tiie  bones  in  the  lower  legs. 

Even  after  many  yeai's  of  living 
witli  cliildren  who  have  physical 
differences,  I am  still  surprised 
at  the  situations  that  arise  to 
remind  me  tliat  my  parenting 
oxiieriencos  aie  veiy  different  — 
from  tliose  of  others.  Just  wiien  every- 
tliing  is  going  smoothly  and  my  life 
stalls  to  seem  quite  “nonnal,”  I find 
myself  fac*ing  a problem  I’m  not  sure 
liow  to  handle. . . 

Playing 
basketball 

Wlien  Logan  was 
eight  years  old, 
he  decided  he 
wantc'd  to  pUiy 
bask('tl)all.  I didn’t 
know  howto 
react.  Ills  luuuLs 
weie  SC)  small 
and  his  fingeis 
didn’t  straigliten. 
How  could  he 
nlay  liasketbjill? 

I have  always  encom^^iged  l>oth  of  my 
children  to  do  all  the  things  they  w imted 
to  do.  I’ve  tried  not  to  discourage^  tlu‘in 
hec’ause  I don’t  always  know  what  Is 
possible.  But  if  I encoumged  Lxigan’s 
baskethiill  cunliitions,  he  miglit  get  too- 
higli  expectations,  making  the  reiilities 
O 
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Ready  to  open  the  gifts:  (from  left)  Logan,  14,  Debbie  and 
Heather,  17,  on  Christmas  morning  1994. 


of  his  limitations  more  disappointing. 
On  the  other  hand,  if  I dlscomaged  him, 
he  miglit  not  tiy  to  achieve  his  goals  in 
the  fiiture.  1 would  never  want  Imii  to 
give  up  uitliout  tiyiiig. 

I called  the  coach  and  told  liini  about 
Logan.  He  recomniended  that  Logan 
come  to  the  practice  at  which  temiis 
would  be  chosen.  If  Logan  decided  ho 
wmited  to  play,  the  coach  would  work 
with  him.  If  he  decided  not  to  play,  at 
least  he  would  have  tried. 

Wlieii  the  big  niglit  came,  Logjui  UiukI 

READERS  TALK  ABOUl: 

We  invite  you  io  contrilxjte  to  the  disa^on  in 
Mute  issues  ofExcermom  PA/m  In  upcoming 
monthsjeadem  will  be  talking 

• education  options— special  schools  or 
Inclusion?  (September;  deadline  July  1 , 1995) 

• children's  favorite  toys  and  playtime  activities 
(October;  deadline  Aug.  1, 1995) 

• technology— how  has  It  made  a difference  for 
your  child?  (November;  deadline  Sept.  1, 1995) 

• grandparents/extended  family  (December; 
deadline  Oct.1.1995) 

Write  to:  Readers  Talk,  Excepiiom  Pauent,  209 
Harvard  St.,  Ste.  303,  Brookline,  MA  02146, 
(617)  730-8742  (fax). 
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up  with  the  other  lx>ys  who 
were  dribbling  tlie  ball  up  and 
down  the  floor.  I could  see  it 
was  difficult  for  him  to  control 
the  ball,  but  he  hung  in  there 
and  completed  the  exercise.  The 
teams  were  assigned  and  Logan 
ended  up  on  a team  with  a cou- 
ple of  hisftiends. 

Each  week,  Logan  looked  for- 
ward to  the  games.  He  always 
played  in  spite  of  his  difficulties. 
But  as  the  weeks  went  by,  I 
could  see  he  was  becoming  dis- 
combed.  He  realized  tlie  otlier 
boys  weren’t  passing  the  bail  to 
him,  and  he  knew  it  was  because 
“ tliey  were  afraid  he  couldn’t 
catch  it.  His  toanunales  were  veiy  nice 
to  him  and  very  supportive,  but  they 
wanted  to  win  games. 

Finally,  it  was  the  last  game,  tire  last 
quaiter,  the  last  minute  of  play.  Tire  hall 
ended  up  in  Logan’s  hands.  He  jumped 
and  shot.  The  ball  went  in.  The  crowd 
roai’ed.  Logan  beamed.  I felt  so  much 
happiness  to  see  my  son  succeed. 

Tire  next  year,  Logan  chose  not  to  join 
Uu'  basketball  team.  I tliink  he  could 
senst'  the  competitiveness  of  the  boys  his 
age.  I didn’t  detect  any  regrets  on  liis  part, 
just  calm  acceptance  of  tlie  way  tilings 
vjoiv.  I believe  peace  Comtes  from  acce}> 
tiuice,  c^piK*ially  after  you’\^e  given  tlie 
situation  everything  youVe  got  to  give. 

The  pageant 

As  gills  reach  jiuiior  higli,  tJiey  stiul 
receiving  mail  tliat  would  interest  t('<'nage 
gills.  ( )ne  day,  HcatJier  wus  excitixi  to 
rei'CMVC'  such  a lettc^r  addn^ssr'd  to  her*. 

She  o|H'iuxl  it  to  find  infonnation  alx)ut 
m iqx'oming  Miss  Tbenage  America 
PiigeaiiL  She  read  the  letter  and 
ai)proiuh('ci  me  with  a bt'aming  smile. 

i'nl/tf  l/tliui  nit  /«///(  •//> 
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(•(•ninnird  jfatit  imqr 

She  proudly  told  me  she  would  like  to 
enter  tlie  contest. 

I felt  an  incredible  pain  in  my  heart.  1 
didn’t  know  if  I should  encourage 
Headier  to  enter  a “beauty  contest.”  (^n 
tile  other  hand,  I didn’t  want  to  tell  her 
she  couldn’t  try. 

I asked  Headier  if  she  liad  read  die 
qualifications  for  pageant  participants.  I 
pointed  out  the  diiid  rule  wliich  stated 
diat  participants  must  be  in  good  health. 


Heather  said  she  had  read  all  the  mil's 
and  felt  she  met  that  nequiivnieiit.  because 
(kx’tois  always  say  she  is  healthy. 

“Yes,”  I agreed,  “you  are  healthy  for 
someone  with  Miller  syndrome.  But  are 
you  healthy  in  comparison  to  people 
who  do  not  have  Miller  syndrome?” 
“Oh,”  she  said,  “when  you  put  it  that 
way,  maybe  not.” 

I suggested  diat  Heather  call  the 
pageant  director  and  tell  that  person 


about  herself.  She  iiiunediately  went  to 
the  phone.  I told  her  to  wait  a minute 
because  it  was  a long  distance  call  and 
she  needed  to  think  about  what  she  was 
going  to  say.  I suggested  she  write  out 
die  questions  she  would  ask  and  a 
description  of  herself. 

A few  minutes  later.  Headier  returned. 
Tills  isn’t  going  to  work,”  she  told  me,  “If 
I describe  myself  over  the  phone,  the  per- 
son will  diink  I look  like  a fi:eak!” 

Again,  my  heart  ached  I suggested  she 
write  a letter  describing  herself  and  send 
a picture.  That,  way  die  person  could  see 
her  too.  She  agreed  this  was  a good  idea 
A few  days  later,  Heather  came  to  me 
agaia  Sie  tc^d  me  she  had  been  doing  some 
xxYxe  thinking  and  had  decided  agaunst  alter- 
ing die  ccxitest  I asked  her  wiiy.  She  replied 
that  if  slie  were  watching  a pageant  like  this 
(xie  on  television  and  saw  somec»ie  who 
kx)ked  like  lier,  she  wouki  think  it  was  weird 
After  realizing  that,  she  told  iiie,  she  had 
decided  not  to  enter, 

I felt  both  relief  and  sadness.  I was 
relieved  that  I didn’t  make  the  decision 
for  Heather  by  discoui^agiiig  her  when 
she  first  approached  me.  But  I was  sad 
to  think  that  because  Heather  looks  dif- 
ferent, she  will  not  be  able  to  do  some 
of  tlie  things  other  teenage  girls  can  do. 

At  the  same  time,  I had  to  admire 
Heather  for  her  courage  and  self- 
confidence.  When  I was  her  age,  tliere 
would  have  been  no  physical  reason  to 
prevent  me  from  enteiing  a pageant. 
However,  I never  had  the  courage  or 
self-confidence  to  even  consider  it. 

Proud  of  me,  too 

I am  very  proud  of  both  of  niy  children. 
And  sometimes,  I have  to  feel  a bit 
proud  of  myself,  too.  I am  glad  I was 
able  to  follow  the  direction  niy  heart 
took  me  when  these  situations  came  up 
in  the  first  place. 

— Debbie  MacLscn 
Salt  Lake  City,  Utah 

Debbie  Madsen  is  afmiuent  (vntributor 
to  All  AnoirrMK,  Ow  newsletter  of  tlie 
Foundation  forNayer  and  Miller 
Syndwnws  (FNMS,  SSS  Country  Ln., 
aienoicw,  IL  ()00;^5;  800/507^:m7). 

This  article  was  adapted Jivm  two  ari/- 
cles  oriyi natty  pablislwd  in  Au  Ancnrr 
Me.  For  nioiv  infirnnatian  about  Miller 
or  Nayer  syndmntes,  (vntact  FNMS. 

Morv  Hk  \hKlis  Tm.K  (ft*  iHKfr  nt) 
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Mw  Do  Yin  jlnmep  Ybup  liilepilone 
IfYouHaveDifflcylfies?? 


This  Voice-Activated  Phone 
is  Your  Total 
Telephone 
Solution 


Answer  by  your  own  voice 
Totally  haiidS'FRHF. 

Speak  from  a distance 
Automatically  hang  up 


Clear  speaker  phone 
Dial  out  by  using  the  sip 
and  puff 

No  special  installation 


OrdepNowbyiM 

1-800-647-S887 

AvuUable  in  Hhick  or 


n 


TEMASEK 


Ti-;i.i;i>iiu\K  INC. 

21  Aiipoit  Blvd.  #G.,  So.  Son  Francisco,  CA  94080 
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THE  NEXT  STEP  TN  WHEELCHAIR  MOBILITY 


The  system  allows  you  to  keep  your  present  wheelchair  and  quickly 

convert  it  to  a fully  jxiwered  chair  that  performs  as  well  as  any  power  chair 
on  the  market,  without  the  drawbacks  of  conventional  power  chairs. 

The  e*fix^'’  will  convert  almost  any  manual  chair  into  a power  chair  within 
two  hours. 

• Folly  Motorized  • All  components  are  li^ht  weight  and  removable 

• Operational  in  Power  or  Manual  mode  • Wheelchair  is  still  foldable 

• Performs  as  well  as  any  power  chair  • Will  fit  in  the  trunk  of  most  cars 

GS/6R 

PRODUCTS  1-800-550*4666 

TMI  • 107  Bacon  Hoad.  RouKcmom.  N(.  . OMO)  177  1 1H7  • FAX  ('710)  177  2291 
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WALKER 


The  Arrow  Walker^^  offers 
the  most  unique  way  ever 
for  children  to  experience 
the  joy  of  independent 
movement 

Its  comprehensive  range 
of  accessories  and  - 

adjustments  allow  it  to  be 
quickly  and  easily  tailored  to 
each  individual  user’s  needs. 

The  low  profile  shape  allows  eastar 
access  through  doorways  and 
around  obstacles.  Dynamic  control 
is  provided  by  the  unique  feature  of 
directional  locking  castors  allowing 
the  user  to  walk  a planned  course. 

Features 

I Available  in  3 Sizes 
I Easy  to  Adjust 
I Mobility  in  Upright 

Position 
I Hands  Free 
> Packs  Flat 
I Various  Access* 


VISA-MasterCard 

P.O.  Box  1364 

CuMBLRLANDf  MD  21502  • 301-759-3525 

Copyright  TRtAtD  1990  PHONE  > FAX 

Atl  spoalications  are  sut^oct  to  alteration  without  notice 


REHASiUTATION  PRODUCTS 


1-800-306-6777 
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Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  GoodNites, 
Depend,  Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield, 
Dri  Pride,  Promise  and  No- Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  1 1558 
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She  Needed  to  See  Winners 


Ml 


y daughter,  Danielle,  was  bom  witli  spina  bifida. 
Helping  her  accept  her  physical  differences  staited 
at  birth.  People  often  asked,  “What’s  wrong  with 
her?”  We  always  staited  our  answer  by  rejihrasing 
the  question — “Well,  what  isd/f/crci?/  about  Danielle  is...” 
FYoni  the  time  she  was  little,  we  made  sure  Danielle  was 
exposed  to  adults  and  other  kids  in  wheelchaiii>.  1 also  read 
her  as  many  stories  about  wheelchair  users  as  I could  find. 

By  the  age  of  tliree,  she  knew  she  was  different,  but  that 
difference  didn’t  have  a good  or  bad  connotation.  However,  in 
kindergarten,  Danielle  started  to  think  it  was  a bad  thing  to 
have  spina  bifida  Her  classmates  told  her  she  would  never 
get  married  and  couldn’t  dance.  She  would  come  home  from 
school  sad  and  angry.  1 knew  no  words  from  me  could 
change  her  negative  feelings.  She  needed  to  s('e  winneis. 

We  sUuted  going  to  wheelchair  bcisketball  games.  Danielk? 
bec-ame  involved  in  wheelchair  tennis  where  she  met  lots  of 
kids  like  herself.  She  also  met  married  aiul  working  adults  in 
wheelchairs. 


Danielle  is 
now  nine 
years  old. 

She  continues 
to  ask  ques- 
tions and 
struggle  with 
her  differences; 

I know  this 
process  will  be 
a lifetime  journey.  I feel  strong- 
ly that  being  with  otliers  like 
herself — ^botli  children  and 
adults — is  the  best  way  for  her 
to  learn.  As  she  has  told  me 
many  times,  “You  really  don’t 
know  what  ifs  like.  Mom.” 

— Diane  Mitchell 
Salem,  Oregon 
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Learning  the  “Ability  Words” 


alking  to  Jason  about  liis  disabilities  came  out  of 
other  people  talking  about  Jason.  Like  in  the  grocery 
store,  after  Jason  nutde  a paiticularly  loud  remark 
. about  whether  or  not  fish  pass  gas,  a woman  came  up 
to  me  and  said,  “I  know  just  what  you’re  going  througli.  We 
had  one  like  liim  in  our  family  too.” 

Later,  Jason  asked  me,  “Does  tliiU  woman  ha\^e  a little  boy  like 
me?  Wiat  does  she  mean?  like  me,  how?” 

Th(\se  situations  were  only  compounded  by  educational 
<md  medical  situations  in  which  Jason  was  referred  to  as 

moderately  retarded,  visually-impaired, 
hypemctive,  dysmorphic*, 
seizure-disordered,  multi-hmidi- 
cappecl,  even  “syndromy.”  I had 
to  ask  myself,  “WJiat’s  a fella  to 
think  about  himself  while  dodg- 
ing all  those  ‘diagnoses?’” 

I didn’t  feed  fully  prepai*ed  to 
tackle  this  ever-incroiising  army  of 
acyectivc's  aimed  at  Jiison.  So, 
over  a period  of  timc^  1 began  ask- 
ing evc'iyone  involved  with  Jasoti 
to  tell  mo  how  they  saw  him,  with- 
out nmning  one  thing  having  to  do 
with  liis  disabilities. 

I h('ard  things  lik(\  “I  lo’s  a hoot,  a 
veiy  funny  kid;  he’s  so  obsc’muil — 
notk'os  the*  similh'.st  things;  Iris  sc'itsc*  of  smell  is  unciumy;  he 
has  remai*kidd('  recall;  b.e  has  such  euriexsity;  he  makes  me 
laugli.”  To  me,  th(\se  things  worn  so  mucii  mom  Jason,  <ind  so 
much  mom  im|K)iltmt  for  Jason  to  loiun  {ilxnit  himsc'lf.  My  pUm 

O 
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Jason  (right)  and  older 
sister  Jennifer  enjoy 
themselves  at  a church 
party  in  1993. 


was  taking  shape — I wanted  to  start  talking  to  Jason  about  lus 
abilities,  not  just  his  diagnoses. 

Vvo  began  in  the  Wal-Mart,  parking  lot,  actually.  Wliile  walk- 
ing from  the  car  to  the  stom,  Jason  began  his  litany  of  smells — 
nose  down,  sniff,  sniff— “1  smell  diesel,  load  tar,  oil,  gas.” 

I replied,  “Yes,  you  do  smell  them,  Jason.  You  have  gi^at 
gift  of  smell.  Did  you  know  that  about  yourself.^” 

Time  after  time,  1 identified  Jason’s  abilities  for  him.  1 
exi)lained  liow  these  “ability  words”  were  not  in  liis  diagnosis, 
and  hoy^  the  woi*ds  that  labeled  liim  were  not  adequate  to  tell 
who  he  was  but  just  said  things  about  Imn. 

The  tenible  taimts — called  “teasing”  by  the  people  who  do 
it — have  been  tlie  hardest  tiling  for  me  to  help  Jason  deal  with. 
It  boc*amo  my  goal  to  disiimi  these  labels  and  insults.  “Some 
{leople  only  know  tlie  diagnosis  words,”  I told  Jason,  “hiliels 
like*  ‘retiuded.’  Tliey  haven’t  learned  tlie  otlier  word.s  that  tell 
about  you.  You  will  have  to  be  smarter  U^an  tliey  are  and  learn 
the  ability  words.” 

And  so,  at  a neigliborhood  Cliiistmas  pai1y,  as  tlie  adults 
gatliered  in  tlie  kitchen,  wo  hccuxi  a cliild’s  v^oice  from  tlie  den, 
“Wliat’s  Uie  matter  with  you?  Am  you  a retiird  or  something?” 
Tlie  adults  f(*ll  silent.  Husbands  and  wives  looked  at  each 
other,  wondering  whose  cliild  had  slung  the  “R-word”  at  Jason. 

But  Jason  wiis  equipped  to  handle  the  situation.  We  heai'd 
him  reply,  ‘“Retiuxl,  yes,  absolutely.  And  I smell  re<tl  good,  too.” 
A roai*  of  lauglit(*r  an).se  from  the  den  and  spread  through 
the  kitclKMi.  I did  not  attempt  mi  exi)kuiatiun;  it  wasn’t  m'ci's- 
siuy.  I tliouglit  to  myself,  “Jason  is  a h(K)t,  a v(*iy  funny  kid — ^lie 
niJikes  us  laugli.” 

— Jan  Moss 


Oklahoma  Citg,  Oklahoina 
l\f  I/ »/  /.•  s 7*  I / /»  i tut  ft ' tiH 


A Special  Care  Facility 
Exclusively  for  Children 

Ai  \'(K)iIk*cs  IVdiiilric  Facility  \vc  provide  coniprelien.sixe  ami  pMj»resM\  e 
subacute  health  care  for  medically  fragile  children  ages  birth  to  21  years. 

Hercs  why  Wx^rhees  Pediatric  Facility  i*'  the  right  choste; 

An  alternative  to  acute  care  hospitalization  — with  dramatic 
cost  savings 

Largest  pediatric  ventilator  unit  in  the  connin’  (iitcluding  pressure  \ ents) 
Strong  medical  and  rehabilitative  inierdisciplinarv’  team  approach 
In-house  developmental  pediatrician  and  medical  resident  progiam 
lioard  certified  pediatric  pulmonologists 
Affiliated  with  St.  Christopher  s Hospital  for  Children  and 
Cooper  Hospital’s  Child  Development  Center 
Respite  care  available  at  our  lOS-bed  tacililN’ 

Future  programs  - Pediatric  .specialized  medical  day  ami  home 
health  care 

Caring  for  children  from  the  Mid-Atlantic  states  since  1982 

V(^rh<2cs  FtediOlTic 
,^4  FadlitO|^ 

Carl  L'nderland.  Aclminis’raior 
HIM  Umrel  Oak  Hoad  • Voorhees,  Ne\vJ-*vsey  ()S(M3-t.^V2 
(0()9f  a40-.xW()  • FAX  (609)  -IH-422A 
brochure  or  video  available  upon  reciuesi. 

‘‘Accreditation  with  Conimendatiofi 

joint  Cummi^^ion  on  Accreditation  ot  H<>spital  Organizations 
Mcmlx  r National  ..\sscK  ialion  of  Children’s  Hospitals  and  Itelaicd  Institutions 
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Special  Tnkes  for 
Special  People 

Featuring  Growth  Adjustability 

Foot  Propelled  Tricycles 

• 3 Sizes /Models 
(ages  3 to  young  adult) 

• Steering  Stop  for  Safety 
• Easy  to  Use  and  Durable 
• Various  Accessories 
Therapeutic  Exercise 


Hand  Propelled  Tricycles 

• 3 Sizes/Models 

(ages  3 to  young  adult) 

• Back  Pedal  Brake 

• Steering  Stop  for  Safety 

Tricycles  are  specially  designed  in 
close  cooperation  with  therapists. 
Call  for  Free  Catalog  and  let  our 
experienced  operators  help  decide 
which  style  is  best  for  your  child. 


VISA-MasterCard 


P.O.  Box  1364 
CUAfBERlAND,  MD  21502  • 

Copyright  Tfl/A/D  1990. 

All  sp9ciffC3ttons  3fo  Subject  lo^KprshonjMthoi^^ 


REHABtUTATtOH  PRODUCTS 

1-800-306-6777 


YouVe  looking  at  scalamobllTa  remarkable  system 
designed  to  take  on  the  toughest  stairs.  Fuliy  automatic 
safety  brakes.  Only  42  pounds,  it’s  half  the  weight  of 
other  systems.  Folds  to  the  size  of  a large  briefca^ 

For  more  about  scalamobil*^"^^^"^ 
and  other  alber®  products. 

call  and  find  out  what’s  next.  - — — — — 

rnenneiiiiMiiKgTnta  me 

307  Bacon  Road  * Rougemont  North  Carolina  27572  • (919)  477A387*  Fax  (919)  4772294 


e size  of  a large  briefcase. 
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Bvertpne  dwiM  Aaw?  a baM 

Swiss  Ball  Spocialists  - Based  in  20  years  of  experience 

FitBaJP^  Video:  A work- 
out the  whole  family  can 
enjoy.  A safe  and  effective 
exercises  for  people  of  ail 
ages  and  most  abilities. 

Other  Therapeutic 
Ball  Videos  8r 
Books  Available 


Body  Horse:  $40.  With 
rocker  base  $60. 

Paint-A-Globe:  Clear  baU  w/outfne 
o<  worid  you  pakt.  50cm  $20 

Bail  Activity:  clear  baU  with  small 
colored  balls  Inside.  50cm.  $25 

Sens/  Balls:  Bads  w/  bumps 
all  over  them.  Easy  to  catch! 
10cm,  20cm  & 28cm.  $9-$15 

Movin'Sct':  Inflatable 
wedge  shaped  cushion. 
Dynamics  of  a ball  while  sitting 
on  a any  seat  Can  also  be 
used  as  a back  support  $30 

Alow  Off0r1ng  Professional  Pricing 
6 -p  Sails  s Fnm  Shipping 


The  Gijtnnic  Line 

Swiss,  Body  & Opti  Bails  • 
Sit'nGyms  - Physio-Rolls™ 

Inflatable,  support  up  to  660 
lbs.  Sizes  V to  6‘  tall.  $l0-$80 
Used  by  therapists  for  30  yrs. 

Best  Prices  in  the  USA! 

for  a free  catalog 
Call  l-SOO~PLA-BALL 

'^BaO  Dynamics 

• tirCtIUMOIAl: 

1616  Gtoneym  Place.  HI  900 
Denver,  CO  80202 
(303)893-0532  FAX  (303)  89S0532 
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One  size 
does 
not 

fit  all! 


(Children's  Specialized  Hospital  is  dedicated  exdusisels  to 
sensing  the  special  needs  o!  children  and  adolescents 

• Child  Stud)  Team 

• Learning  Disabilities 

• Attention  Deficit  Disorder 

• I!iirly  Intervention /Pre  Schi.'ol 

• Speech  and  Hearing 

• Psychological  Services 

• Rehab  Teehnologs 


• Occupational  ‘I  hcrap) 

• Physical  'rheraps 

• Cognitive  Remediation 

• Day  Hospital 

• Recrealiona!  Thcrap) 

• .^ugmeIlU^tivc  Coinnuinicalion 
Computer  Hviil nation 

• Nutritional  Couns(ding 
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Children’s 

Specialized 

Hospitol 


MOIMAINSIDL  • K\N\VO()l)  • rOMSKl\KK 
Kii  mlornuiton  in  Nonh  Jcrscs  c.ill  (908)  233*3720  h\t.  84.19 
h»r  mfoniuition  in  (Vnluil  uikI  .Smiih  Jcrsc>  v.ill  (908)  914-llOU  fxi.706 

Childrens  Specialized  Hospitsl  Wris  among  $?  ofibe  nation's  hospiLik  last  jciir 
awarded '■/WcfcditalKxi^ilhromnKndalmn'  - thchighcsidiMmciionawaaicd 
K the  Joint  CommissHHi  on  AccrediUlion  of  Healthcare  Organizations 
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Practice! 


Last  Satiu'day,  luy  husband,  Rod,  took oui' foiu'-year-old 
daughter,  I^eah,  to  the  grocery  stoi'e.  Leah  has  cerebral 
palsy  and  uses  a wheelchair.  She’s  very  clever  and 
funny— a real  joy  to  be  with. 

She  was  watching  a little  gii'l  about  her  age,  when  she  sud- 
denly turned  to  Rod  and  ^aid,  “Datl,  1 can’t  walk!” 

It  was  one  of  those  moments  you  dread,  but  Rod  was  ready, 
fie  bent  down  and  Idsst^d  her  and  said,  “I  know,  sweetie,  but 
that’s  okay.  We  love  you  just  tlie  way  you  iU’e.” 

I in  so  proud  of  him,  but  not  in  the  least  bit  surprised.  You 
see,  we’ve  ahvays  talked  about  Leah’s  cerebral  palsy  with  her. 

I can’t  figui-e  out  the  parents  who  don’t  talk  about  a diild’s  dls^ 
ability.  Do  these  parents  want  to  turn  the  disability  into  a sub- 
ject tliat’s  too  difficult  or  embanassing  to  discuss? 

ru  never  forget  my  mother’s  attempt  to  talk  to  me  about  sex 
when  1 was  12.  She  couldn’t  look  me  in  the  eye  and  die  whole 
ordeal  was  obviously  so  painful  to  her  that  I ended  up  in  tears, 
begging  her  to  stop!  I don’t  ever  want  sometliing  as  important 
as  Leali’s  cerebral  palsy  to  take  on  that  “taboo”  quality.  Leali’s 
disability  is  part  of  who  she  is  and  we  embrace  all  of  her.  It’s 
not  a secret,  or  something  we’r  e ashamed  of,  so  we  talk,  talk, 
talk  imtil  we’re  finally  able  to  do  so  in  a calm  and  sensible  way, 
A friend  of  mine,  whose  child  also  has  cerebral  palsy,  can 
scarcely  cough  out  tire  letters  “C-P”  witliout  olioking  on  them. 
Tlrat’s  not  the  message  she  wants  her  son  to  pick  up  on,  so  she 
asked  me,  “How  do 
you  do  it?” 

I said,  “Practice!” 

Tell  everyone  who 
("rosses  your  path. 

Tell  your  neighbors. 

Toll  yoiu*  waitress. 

Tell  tire  casliier  at 
the  grocery  store. 

Only  if  it’s  a daily 
occuiTence  can  you 
leam  to  talk  about  it 
matter-of-factly. 

Practice  talking 
iibout  it  witli  your 
clrild,  especiiiUy 
while  they  are  still  ■ 

young.  I m just  as  glad  Ix'ah  won’t  remember  some  of  my  first 
awkwai'd  attempts.  I don’t  recommend  going  overboard  and 
beating  it  into  tlie  ground,  but  if  the  subject  comes  up — ^and  it 
will— don’t  hide  from  it.  Watch  your  child’s  reaction;  you  miglit 
be  amazed  to  st^e  relief  when  you  explain  why  certain  things 
ai'e  so  diffltnill  for  him  or  her*. 

We  ai'e  still  learning  ^rlxjut  tlie  impact  Leah’s  cembral  pciLsy  is 
going  to  have  on  our  lives.  But  you  can  \x<  I’m  going  to  include 
Ix'ali  in  Uiis  pnxt^,  every  .step  of  the  way.  And  when  people  fed 
awkwiUTl  alKHit  her*  dlsiibility  oi*  don’t  know  what  to  siiy,  I know 
tliat  my  kid — having  (dkixl  tiboul  il  dl  her  life — will  have  wliat  it 
to  s('t  lh('m  at  eas<\  Il’s  jusi  a small  txul  of  our  owrall  plan 
to  teach  Ix'ali  total  solf-aw'arx'm^s  and  acceptance,  genuine  self- 
('steeni  and  tiie  seUk'onlidence  to  tell  you  all  about  it, 

—Cam 

i:-  Johnsoa  Cify,  Nnv  York 


Taking  a breather  after  some  serious  apple 
picking  are  (clockwise  from  left)  Cara  and 
Rod  McCulley,  Leah,  4,  and  Jake,  2. 


star  of 
the  Team 


I clodeniiai  dyspUisia  (ED) 
is  a genetic  condition 
involving  abnonnalities  of 
I the  ectodeiTu  (skin  anti  its 
derivatives).  There  are  many 
types  of  ED;  our  son,  Kyle,  is 
affected  with  hypohidrotic  ED. 

Kyle  has  a total  lack  of  sweat 
glands,  total  absence  of  teeth  (lie’s 
worn  a full  set  of  dentures  since 
age  two)  and  sparse  hair  follicles 
(last  yeai;  he  finally  had  enough  hair  to  get  his  first  “trim”). 

Kyle’s  inability  to  sweat  results  in  heat  intolenmce  and 
fevers  of  unknown  origin.  Most  of  these  episodes  may  be 
avoided  by  environmental  adaptations — staying  in  air  condi- 
tioning, finding  shade  and,  when  necessary,  wetting  him 
down  with  cool  water 

Oiu'  family  has  always  had  a mle  that  you  must  be  10  years 
old  to  play  football.  Last  fail,  Kyle  turned  10  and,  you  guessed 
it,  he  really  wanted  to  play.  Kyle  already  plays  baseball  and 
basketball  in  organized  youth  sports  progi*ains.  I told  hhn  he 
could  try  football,  too,  but  reminded  him  it  would  be  vei*y 
difficult  for  us  to  keep  him  cool  under  all  that  equipment. 

He  insisted  he  wanted  to  play,  so  we  told  him  to  go  for  it. 

On  the  day  of  the  first  football  practice,  the  weather  was 
sunny,  hot  and  almost  imbearably  humid.  Kyle  and  his  dad 
set  off  for  practice  with  four  gallons  of  water. 

Kyle  came  home  tlu'ee  hours  later,  totally  soaked  but  with 
a smile  on  his  face.  “How-  was  practice?”  I asked. 

Kyle  replied  that  he  had  discovered  football  was  not  his 
sport.  Mind  you,  he  was  smiling.  For  the  first  hour  and  a 
half,  he  had  happily  perfonued  all  the  tasks  the  coach 
requested — sprints,  monkey  rolls  and  other  drills.  F 'e 

next  half  hour,  he  perfonued  all  the  tasks  the  coach 
requested  with  tears  in  his  eyes.  And  for  the  last  hour,  he 
sat  on  the  sidelines,  totally  wet,  w'atching  the  team. 

That  day,  Kyle  learned  a lesson  we  all  must  learn  at  some 
point  in  life — there  are  some  things  we  can  do  and  there 
are  other  things  we  want  to  do,  but  can’t.  Kyle  told  me  he 
wiis  really  glad  he  had  tried  to  play  football  and  that  some- 
day, when  he  is  older,  he  wdll  Uy  again.  But,  he  added,  even 
if  he  doesn’t  ever  play  football,  it’s  okay  because  he  is  good 
at  basketball  and  baseball, 

I am  proud  of  Kyle  because  he  tried  his  hardest  to  do 
something  he  wanted  to  do.  I am  proud  of  us,  his  parents, 
because  we  let  him  try.  All  in  all,  it  turned  out  to  be  a great 
day.  In  my  mind,  Kyle  is  the  stai*  of  that  football  team  and 
always  will  be. 

—Pam  SpilhcP'r 
Ploominytony  Indiana 

Far  marc  infannatian  ahant  FI),  contact  llic  National 
Fanndatian  far  Fctadrnnal  Dysplasias,  lOH  N,  1st  St., 

Stc.  dlf  Mascontah,  IL  (iilH)  , 
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Sure  Hands' 


Finally,  a lift  & care  system 
as  versatile  as  a pair  of  hands. 


pair 

It's  a self-transfer  tool, 
a hygiene  hG\pQr  for  toileting  or  diapering. 
a bathing  support, 
a positioning  aid  for  posture  seating, 
a stander  or  walker  for  some. 


a floor  exercise  assistant, 
a freedom  machine, 
and  a back-saver  for 

Sure  Hands" 

Handl-Move 

International 

Portable  and  permanent  solutions 

for  homes  and  workplaces.  1 

PINE  ISLAND.  N.Y. 

-800-724-5305 
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EYEGAZE  COMPUTER  SYSTEM 

LETS  YOUR  CHILD  COMMUNICATE  WITH  THE  WORLD 
USING  ONLY  THE  FOCUS  OF  ONE  EYE 


Eye-conirolled: 

Speech  Synthesis  • Environmental  Control 
Typing 

Word  Processing 

Call  for  free  liferaf ure,  or  fo  fdk 
wHh  an  RN  abouf  client  evaluations. 


• Telephone  Access 

• Games  & More 


1-800-393-4293  | 


LC  Technologies,  Inc. 

9455  Silver  King  Court,  FairfaK,  V A 22031 
703-385-71 33  Fax  703-385-71 37 
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What’s  in  a Name? 


ne  day 
recently,  I 
was  driving 
the  etental 

carpcrol  to  ballet  with  three 
teenagers  in  my  back  seat.  All 
three  girls  have  cognitive  disabil- 
ities and  have  been  in  classes 
together  since  preschool.  They 
ei\joy  adult  interaction,  in  spite 
of  the  fact  that  they  ai  e teens, 
but  1 take  a stance  of  “benign 
neglect”  while  driving,  letting 
them  sit  in  the  back  seat  together 
and  relate  to  each  other.  My  ears  perked  up,  however,  when 
my  daughter,  Mollie,  started  talking  about  her  syndrome.  It 
came  out  of  the  blue. 

“I  have  CVS  (cyclic  vomiting  syndiome],”  she  announced  and 
gave  a sentence  or  two  of  explanation  to  her  friends.  “What  do 
you  have,  Katie?” 

After  a moment  to  think  and  a bit  of  a prompt,  Katie 
answered,  “1  have  Wlllian^s  syndrome.”  A few  sentences  of 
explanation  followed  with  just  a little  assistance  from  me. 


Best  friends 
(from  lefQ  Robin  Holmes, 
Moiiie  Hanson  and  Katie 
Baesemartn  enjoyed  lunch  at 
a Chicago  restaurant  during 
a day  trip  to  the  big  city  witli 
their  rrK>ms,  They  also  took 
in  a theater  performance  of 
Joseph  and  the  Amazing 
Technicoior  Dreamcoat 


Then  Mollie  turned  to  Robin,  who  has  Down  syndrome. 
“What  do  you  have,  Robin?” 

Robin’s  reply  was  immediate  and  despondent — “I  liave 
diarrhea!” 

Luckily,  I maintained  control  of  the  car  as  I squelched  an 
enormous  laugh.  How  lucky  1 was  to  be  at  the  right  place  at 
the  right  time  to  hear  this  personal,  matter-of-fact  conversa- 
tion. I again  realized,  in  a vivid  way,  that  much  of  the  time, 
my  daugliter  and  her  friends  don’t  need  labels  or  definitions. 
What  they  do  need  is  ongoing  care  and  concern  in  learning 
to  deal  with  issues  as  they  arise — ^the  “issues  of  the 
moment.”  Robin’s  issues  as  a person  living  day-to-day  far 
outweigh  her  need  to  have  a named  syndrome. 

— Kathleen  Adams 
Elm  GrovCy  Wisconsin 

Cyclic  Vomiting  Syndivme  (CVS)  is  a mre,  unexplained  disor- 
der ofchildmi  and  some  adidts.  The  condition  is  charactmizcd 
by  lecurtvnU  prolonged  attacks  of  sevete  nausea  and  vomiting. 
Vomiting  may  occur  five  to  six  times  an  hour;  an  episode  typi- 
cally lasts  one  to  four  days.  MoUie's  cognitive  disability  is  umv- 
lated  to  CVS.  For  more  infonnation  on  CV5,  contact  the  Cyclic 
Vomiting  Syndrome  Association,  13180  Cawline  Ct.j  Elm 
Gwve,  WI 53122;  (414)  784-6842,  (414)  821-5494  (fax). 


Founded  in  1971,  NAPSEC  is  dedicated  to 
promoting  excellence  in  private  special 
educational  settings  for  exceptional  children. 


♦ Nationwide  Membership:  Represents  over  200  schools 
nationally,  and  over  600  at  the  state  level  through  its  Council  of 
Affiliated  State  Associations,  that  provide  special  education  to 
both  privately  and  publicly  placed  children, 

♦ Free  Referral  Service:  Offered  to  parents  and  professionals 
who  are  looking  for  an  appropriate  private  special  education 
placement  for  their  child  or  client. 


♦ National  Representation:  Advocates  for  the  rights  of 
exceptional  children  and  their  families. 

For  referral  or  membership 
information  please  contact: 


1522  K Street,  NW,  Suite  1032 
Washington,  DC  20005 
(202)  408-3338,  (202)  408-3340  facsimile 
Sherry  L.  Kolbe,  Executive  Director 
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Expand  YourHorizons 
With  SEATCASE'lkAVEL  Chair 


Let's  face  it  Traveling  can  be  a hassle,  but  with 
the  SEATCASE*  travel  chair,  a new  world  of 
travel  opportunities  are  open  to  you.  Although 
the  SEATCASE''  is  used  by  22  major  airlines 
worldwide  (induding  United  and  Delta),  it's 
not  just  for  airlines. 

Easy  to  carry 
(the  size  of  a brief- 
case when  folded) 
and  lightweight 
(17  lbs.),  individuals 
are  using  the  chair 
in  motor  homes,  on  cruise  ships,  pleasure 
boats,  trains,  in  hotels,  in  friends'  and  rela- 
tives' homes,  and  much  more.  With  the 
SEATCASE*^  travel  chair,  getting  through 
narrow  passageways  is  a breeze,  not  a squeeze. 

And  when  you  arrive  at  your  destination,  the  SEATCASE"'  travel  chair 
is  also  a shower  chair.  Made  of  aluminum  and  engineering  plastics,  it  is 
completely  waterproof  and  rust  resistant. 


Voted  in  1992  hy  Business  Week 
and  IDSA  as  **ont  of  the  Best 
Products  of  the  Year" 


For  more  information,  call  or  write: 

SEATCASE,  Inc 
6108  Dedham  Lane 
Austin,  TX  78739 

1-800.221-SEAr  (7328)  Fax:  (512)  301-3715 

Ask  about  our  new  SEATCASE*  Personal  Travel  Chair 
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Getting  Off  to 
a Good  Start 


Helping  your  child  make  the  transition 
to  a new  school  year 

by  Jeannie  Lancaster 


It’s  oiily  tlie  beginmng  of  summer,  but 
fall — and  the  stari  of  a new  sdiool 
year — will  be  here  before  we  know 
it.  For  many  children  this  means  a 
move  from  elementary  to  middle 
school  (or  junior  hi^i),  or  from  middle 
school  to  higii  school.  Tliese  changes 
are  exciting  but  can  also  lead  to  anxi- 
ety and  imcertainty.  This  is  especially 
tnie  for  a child  with  special  needs  w^ho 
has  difficulty  acyusting  to  change. 

Our  two  sons,  now  18  and  15,  re 
both  affected  by  fragile  X syndrome. 

(For  more  about  fragile  X syndrome,  see 
AsA:  Vie  Doctor,  page  1 17.)  In  spite  of 
their  common  diagnosis,  each  boy  han- 
dles chimge  differently.  Oiu*  yoimgest 
son’s  excitement  over  upcoming 
dianges  often  results  in  hyperactivity 
and  hand  flapping.  He  is  more  social 
than  his  older  biothei*  and  looks  forward 
to  new^  situations,  but  his  physical 
behavior  shows  tliat  he  stU)  feels  ap})rc- 
hension.  Our  older  son,  who  has  a 
severe  anxiety  disorder,  shies  away  from 
all  new  situations,  paniddng  over 
tlte  idea  of  new  schet  .Jes,  new 
teachers  and  new  expectations. 

Althouglt  the  boys  are  veiy  differ- 
ent in  their  approac*h  to  chtutge, 
there  are  some  tilings  we  have 
done  through  the  years  that  have 
helped  make  transitions  easier  for 
both  of  tlieni. 

’filings  that  have  helped 

• Pirtiur  ,snripbook:  I came  upo!i 
this  idea  in  iui  unusual  place.  I was 
reading  a brochure  from  a moving 
company  on  w'ays  to  make  moving 
to  a new  home  i*ttsier  for  snuill  diil- 
dren.  One  suggestion  was  to  take 
pictures  of  the  (hilds  new  home, 
city  s(*hools  imd  neighborhood,  mid 


place  these  pictures  in  a sempbook 
for  the  child.  Wow!  I realized  a scrap- 
book of  this  type  miglit  also  be  helpful 
for  a child  with  special  needs  who  was 
moving  to  a new  school. 

That  spring,  during  the  last  few'  days 
of  school,  I headed  off  to  the  middle 
school  my  son  w'ould  be  attending  in 
the  fall,  with  caniem  in  hand.  I darted 
about  the  school  taking  pictures  of 
teachers  my  son  would  have,  the  princi- 
pal, the  huichrooni,  classrooms,  the 
library  and,  yes,  even  the  batlirooms. 

I’m  sure  there  were  a few  people  who 
thought  I was  a little  cv^zy  but  it  proved 
to  be  a good  idea  Together,  my  son  and 
I put  together  a scrapbook  of  pictures. 
During  the  summer  we  looked  at  the 
book  and  talked  about  the  school. 

• Walking  thwugh  the  schedule:  Getting 
an  advance  copy  of  your  child’s  schedule 
can  also  be  helpful.  Before  sc*hool 
begins,  you  am  try  to  set  up  a couple  of 
times  when  you  and  your  cliild  can  walk 
Uirough  tlie  halls,  learning  tlie  routes  to 


Getting  together  before  school  started  helped  both 
Sean  and  his  earth  science  teacher,  Tom  Hewson,  feel 
more  comfortable  about  the  coming  year.  The  science 
department’s  pet  iguana  joined  their  meeting. 


Jeannie  Lancaster 
and  son  Sean  look  at  a scrapbook 
containing  pictures  of  the  school  Sean  will 
attend  the  next  fall. 


and  from  classes,  ’lliis  will  also  allow 
the  child  to  become  accustomed  to  tlie 
school  at  a time  that  is  free  of  excessive 
noise  and  other  disruptions.  Another 
idea — even  more  positive — would  be  to 
have  an  older  peer,  who  will  attend  the 
same  school,  walk  througli  the  schedule 
with  your  child. 

It’s  helpful  to  have  the  need  for  an 
em'ly  schedule  written  into  yoiu'  child’s 
lEP  (Individualized  Education  Plan). 
This  year,  our  local  liigh  school 
mmounced  a plan  to  hand  out  final 
schedules  to  iiU  sophomores,  juniors 
and  seniors — all  1,300  of  them — on  the 
first  day  of  school.  But  because  our 
sons’  lEP’s  specified  that  they  be 
allowed  to  walk  Uux>ugh  tlieii'  schedules 
before  tlie  start  of  school,  we  were 
able  to  get  their  schedules  over  the 
siuumer  and  avoid  a potentially 
overwhelming  situation. 

• Getting  acxjnainUxl  with  tmcheis: 
Advocating  for  our  sons’  iiicliision 
in  as  many  regular  classes  as  possi- 
ble has  resulted  in  an  increase  in 
the  number  of  teachers  who  seive 
them.  ’Phis  is  especially  tnie  in  mid- 
dle school  and  high  school.  h\  an 
effort  to  help  the  teachei's  who  will 
be  working  with  our  sons,  we  write 
notes  introducing  omselves  and  our 
sons  and  send  them  to  the  teachers 
b(Toro  sch(X)l  b<‘gin.s.  W('  include 
infoniiation  exphiining  fragile  X 
syndrome  mid  rixiuest  a time  when 
we  could  stop  by  to  have  our  boys 
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Getting  Off  to  a Good  Start 


Special  Care 
for 

Special  People 


Stopping  by  to  meet  and  greet  members  of  the  school  administration 
is  another  good  idea  Here  Sean  and  his  father,  Dave,  get  acquainted 
with  assistant  principal  Jana  Fiieier. 


Progressive  education,  home  environment  for  the  mentally 
handicapped  child  and  adult.  Opportunity  for  educational  progress 
at  any  age — multiple  recreational  and  social  activities.  A year- 
round  program  with  an  active  and  full  lifestyle  among  friends  on 
a 750-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664/Fax  502-227-3013 
or  write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20,  Frankfort,  KY  40601 

John  P,  Stewart,  M,D.,  Resident  Physician 
Circle  #4 


THE  RIGHT  DECISION 

New  England  Villages  is  a private,  non-profit  resi- 
dential community  nationally  recognized  for  its 
commitment  to  personal  care  and  a supportive 
family-like  environment  We  provide  a full-range 
of  opportunities  for  your  family  member  in  a non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston.  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a supervised  work  set- 
ting. A wide  range  of 
recreational  opportunities 
and  professional  support  services 
are  available. 

A private  endowment  and 
minimal  dependency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron.  Ph.D., 

Executive  Director  for  information 
and  a descriptive  brochure.  A visit 
to  New  England  Villages  may  help 
you  make  the  right  decision 

new  england  villages  me 

A Model,  Supportive  Community 
For  MentaHy  Retarded  AdulU 

664EP  School  Street.  Pembroke,  MA  02359  (617)  293-5461 


o 
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meet  them.  When  we  visit,  we  stay  just  long  enough  to  say 
hello,  shake  hands  and  allow  our  boys  to  put  a face  witli  a 
name.  This  seems  to  make  the  transition  on  the  first  day  of 
school  a little  easier.  WeVe  found  most  teachers  to  be 
extremely  responsive  to  this  2^>proach  and  feel  it  has  been  a 
good  start  toward  building  a positive  working  relationship 
with  tliem. 

• Off  ter  ideas:  Other  things  can  be  done  to  assist  a child  as  he 
or  she  moves  to  new  school  or  begins  a new  school  year. 

For  example,  make  sure  your  child  knows  how  the  lunch  pro- 
gram works  in  his  or  her  school.  Familiarzing  the  ciiild  with 
the  bus  schedule  might  also  be  helpful.  Perhaps  most  impor- 
tant is  for  the  parent  to  convey  a positive  attitude  about 
school.  Tliese  things  don’t  take  a lot  of  time,  but  tliey  can 
make  a big  difference. 

• Keep  in  touch:  Too  often,  parents  have  contact  with  a 
child’s  school  only  when  there  are  problenus.  It  is  also  impor- 
tant to  let  teachers  know  when  things  are  going  well. 
Occasionally  writing  a note,  thanking  a teacher  for  the  things 
that  are  working  and  letting  them  know  you  appreciate  their 
efforts,  can  make  a positive  difference. 

We  cannot,  nor  sliould  we,  remove  all  obstacles  in  our  children’s 
lives.  But  there  are  some  simple  things  we  can  do  to  make 
new  situations  less  threatening  and  help  the  school  year  get 
off  to  a better  start.  T)  iis  can  be  extremely  beneficial  for  children 
who  are  challenged  by  anxiety  in  new  situations.  Some  of 
these  things  take  a little  extra  time,  but  the  rewards  far  out- 
weigh the  sacrifices.  EP 

Jeannie  Lancaster  lives  /n  Loveland,  Colorado  with  her 
husband,  Dave,  and  three  children,  Toni,  David  and  Sean, 
all  of  whom  have  fragile  X spndrome.  Jeamiie  is  a fulL 
time  student,  pa  ti  dime  freelance  w liter  and  full-time 
advocate  for  her  children's  inclusion  in  all  aspects  of  life. 
She  has  semed  on  the  boanl  ofdirectois  of  the  National 
Fi ag i le  X Foun da tion  and  cu i ren tig  ( vo niina tes  a local 
pivgram  called  Loveland  Oral  Readers  for  Education 
(LORE)  in  which  volunfens  record  books  for  students  with 
reading  dehujs. 


The  National  Organiiatlon  Fop  Rape  Dlsopdops  (NORD)  and  Exceptional  Papent 
have  joined  fopces  to  bPing  you  a confepence  you  will  not  want  to  miss. 


FOR  WHOM:  People  and  families  of  those  affected  by  rare  disorders 
WHEN:  September  29  thru  October  1, 1995 

WHERE:  Sheraton  at  Woodbridge  Place  • Iselin,  New  Jersey 

(near  Newark  Airport) 

FEES:  Registration  fees:  NORD  member  S65.00 

non-member  90.00 

additional 

family  member  50.00 

The  Sheraton  is  offering  a special  room  rate  of  $69.00  per  night  single/double 
occupancy  for  NORD  conference  attendees. 


Interactive  discussions  are  also  planned  with  experts  in  metabolic  diseases,  the 
psychology  of  living  with  chronic  disorders,  genetic  research,  assistive  technol- 
ogy and  insurance  reimbursement.  Opportunities  to  meet  other  families 
coping  with  rare  disorders  will  abound. 

If  you  are  interested  in  receiving  additional  information  on  workshops  and 
registration,  kindly  fill  out  the  coupon  below  and  mail  to  the  address  indicated 
before  July  30.  1995. 

I 1 

I Name 

\ (PRINIU{A>UY» 

I Address _ . 


NORD  and  Exceptions}  harent  Magazine  are  "Stepping  Out”  together  to  join 
forces  in  arranging  a truly  "exceptional”  Patienl/Family  Conference.  Come  take 
advantage  of  this  opportunity  to  meet  with  other  families  coping  with  riiic 
disorders.  Woi’kshops  will  include;  • Living  With  A Rare  Disorder  • Clinical 
Trials/Miracle  Cures  • How  To  Access  Resouices  • Patients’  Rights  And 
Q ‘ ilities  • Support  Systems  - Where  Are  They^  • Genetics  * Hope  For 
g • Insurance  Reimbursement  and  much  more!  S6d 


Telephone 
J 


.NORD  member:  Yes  No 


'J 


Plea.sc  send  mlormation  on  NORD's  Palicnl/Family 
Cimlcrcncc 

Plca.se  send  infomialion  on  NORD's  pro- 
grams and  sci^iccs 


Fkce  in  an  envelope  and  mail  to: 
NORD 

Attn;  Development  Office 
IU).Box«923 

New  Fairfield.  CT06812-g923 


Requests  Tor  cunrcreiue  inrormatlon  should  he  received  no  later  than  July  30«  1995. 


J 


CENTER  FOR  CHILDREN  WITH  CHRONIC  ILLNESS  AND  DISABILITY 


DEFINITION 


Ethnicity 

Group 

consciousness 
based  on  a 
sen  se  of 
common 
origins,  a 
sense  of 
peoplehood. 
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Cultural  Resilience: 

How  Culture  & Ethnicity  Affect  Health 

How  individuals  think — their  beliefs — influence  the 
course  of  life  events.  For  families  and  children  living 
with  chronic  conditions,  their  beliefs  can  influence  the 
meaning  of  the  condition  and  shape  the  development 
of  coping  strategies. 


These  beliefs 
may  ev^en 
determine  whether 
or  not  the  family 
seeks  medical  help. 

Still,  little  is 
known  about  the 
different  cultural 
meanings  of 
chronic  illness  and 
disability  from  the 
family's 
perspective. 
Researchers  from  the 
Center  for  Children  with 
Chronic  Illness  and 
Disability  collaborated 
with  researchers  at  La 
Rabida  Children's 
Hospital  and  Research 
Center  and  were 
awarded  a grant  to  study 
the  range  of  meaning 
that  African,  Hispanic, 
and  European  American 
families  give  to  having  a 
child  with  a chronic 
illness  or  disability. 

The  fact  that  families 
living  in  the  United 
States  in  the  1990s  are 
Influenced  by  many 
cultures  simultaneously 
make  a multicultural 
approach  preferable. 


"What  might  be 
interpreted  as  cultural 
differences  might  really 
be  a function  of  the 
family's  economic 
situation  or  other 
circumstances,"  says 
Ann  W.  Garwick,  Ph.D., 
researcher  and  clinician. 

The  purpose  of  the 
project  is  to: 

■ Identify  the  range  of 
meanings  that  families 
give  to  having  a child 
with  a chronic  illness  or 
disability; 

■ Describe  the  impact 
of  chronic  conditions  on 
families; 

■ Compare  how 
families  and  primary 
care  physicians  view  the 
impact  of  caring  for  a 
child  with  a chronic 
condition; 

■ Involve  community 
leaders  and  members  in 
the  research  project; 

■ Develop  a theory 
and  hypotheses  on  the 
influences  of  perceptions 
of  childhood  chronic 
illness  and  disability. 


"One  goal  of  this 
project  is  to  better 
understand  how  culture 
influences  a family's 
understanding  of  health, 
illness  and  disability  so 
that  health  care 
providers  can  provide 
care  that  is  culturally 
sensitive  and  pertinent  to 
the  needs  of  children  and 
families  from  diverse 
backgrounds,"  Garwick 
says. 


DEFINITION 


Cultare.*. 

Reflects  the 
various/ 
differing  . 
values  we 
piece  oil  our 
idiuly 
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Children's  Health  Notes  is 
published  periodically  and 
is  made  possible  through 
Grant  H133B40019  from 
the  National  Institute  on 
Disability  & Rehabilitation 
Research.  The  opinions 
expressed  do  not 
necessarily  reflect  the 
views  of  the  University  of 
Minnesota  or  its  funding 
sources. 


Children's  Health  Notes 
Box  721 

420  Delaware  St.  5H 
Minneapolis,  MN  S54S3 
(612)  626-4032  V 
(612)  624-3939  TTY 


Communities  Take  the  Lead 

You'd  think  the  easiest  way  to  identify 
families  to  participate  in  this  study 
would  be  to  ask  the  doctors  that  see 
them. 


That  may  be  the 
easiest,  but  ii  may  not  be 
the  best,  especially  when 
you're  trying  to  clarify 
how  cultural  differences 
influence  the  way 
families  understand  their 
child's  chronic  illness 
and  disabilities, 
especially  when  you 
want  to  be  able  to  help 


health  and  education 
professionals  work 
more  effectively  with 
children  and  families 
from  diverse 
backgrounds. 

So  this  project 
began  by  identifying 


Relationships  Among  Researchers  & Participants 

This  diagram  shows  how  researchers  have  established  a collaborative  relationship 
within  the  communities  we  are  studying  and  reflects  the  complex  web  of 
relationships  necessary  to  conduct  research.  Still,  few  arrows  connect  the  families 
to  the  communities  in  which  they  live.  Clearly,  community  agencies  need  to 
develop  strategies  to  connect  with  families  to  decrease  their  isolation. 
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Community 
From  page  105 

leadei-s  in  communities 
we  wanted  to  study — 
African  Americans, 
Hispanic  Americans,  and 
European  Americans — to 
help  us  define,  design, 
and  pilot  the  study.  And 
we  asked  them  to  help 
find  willing  participants. 
"What's  interesting," 

Ann  Garwick,  one  of  the 
investigators,  says,  "is 
that  while  community 
leaders  have  been 
genuinely  enthusiastic  in 
reviewing  questions  and 
training  (or  becoming 
trained  as  interviewers), 
they  had  trouble  finding 
families." 

The  leaders  sought 
referrals  from  parents  of 
children  with  disabilities 
through  community  . 
groups  such  as  boys  and 
girls  clubs,  neighborhood 
community  centers, 
parent  support  groups. 


...regardless  of 
ethnicity  and 
culture, 
families  said 
they  felt 
isolated... 

religious  groups,  and 
YMCAs.  And  while  they 
were  able  to  recruit  58 
for  the  study, 
recruitment  has  taken 
longer  than  expected. 

Identifying  children 
with  disabilities  and  their 
families  was  challenging 
for  the  community 
leaders  and  took  longer 
than  the  investigators 


planned.  Given  this 
experience,  it  should 
come  as  no  surprise  that 
early  analysis  of  the 
interviews  suggest  that, 
uniformly  and  regardless 
of  ethnicity  and  culture, 
many  families  said  they 
felt  isolated.  Some  say 
they  feel  this  isolation 
because  they  have  had  to 
search  so  hard  to  find 
information  on  their 
child's  condition  or  on 
the  services  available. 
Some  feel  that  they  have 
to  advocate  at  every  turn 
in  their  life.  They  say  that 
programs  don't  exist  in 
the  community,  rather. 


families  have  to  ask  for, 
and  often  start, 
appropriate  programs. 
Still,  some  families  report 
that  they  never  see  other 
families  like  themselves. 
Each  of  these  signals 
that,  while  communities 
might  be  a wealth  of 
support  for  some 
families,  most 
community  leaders  and 
organizations  are 
challenged  when  it 
comes  to  even 
identifying  who,  in  their 
community,  is  raising  a 
child  with  a chronic 
illness  or  disability. 


With  the 

interviewing  complete, 
researchers  have 
developed  both  the 
conceptual  framework 
and  the  coding  scheme 
for  analyzing  the  family 
interviews. 

"Investigators  at  both 
sites  have  been 
reviewing  the  verbatim 
transcripts,"  Garwick 
says.  Such  analysis  is 
time-consuming.  Once 
the  transcripts  are  coded, 
Garwick  and  her  team 
review  the  material  to 
identify  what  influences 
are  specific  to  unique 
cultural  perspectives. 


How  can  we  eliminate  a family's  sense  of  isolation? 

Garwick  says  dear  information  should  be  provided  not  only  to 
families  but  to  the  local  churches,  YMCAs,  community  centers, 
schools,  day  care  programs  and  clinics.  But  that  is  just  a start.  Do 
you  live  in.  a comniunity  that  has  succeeded  in  integrating  your 
child  with  a disability  and  your  family  in  some  way — large  or 
small?  What  are  some  of  the  ways  families  feel  less  isolated,  more 
connected  to  the  community?  Please  let  us  know. 

r 

1 Name  of  organization:  _ 

1 

“1 

t 

1 How  they  connect  families  to  community:  .. 
1 

1 

1 

, • 

1 

1 Who  to  call  for  m;.:e  information: .. 

I 

t 

1 

{ Phone  number: 

I 

Mail  to:  | 

! Your  name: 

1 Sheet  address: . 

1 City/ sta'o/ zip  code: 

L 

Box  721 

University  of  Minnesota  [ 
420  Delaware  St.  S.E.  1 

Minneapolis,  MN  554^55  I 

J 
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When  Physicians  Talk  to  Parents: 

Learning  What  Families  and  Physicians  Share 

Families  know  what  they  want  and  what  they  need. 
Regardless  of  ethnicity  or  culture,  most  families  report 
they  are  satisfied  when  they  feel  they've  been  heard.  They 
are  satisfied  when  their  concerns  and  ideas  are  valued  and 
acted  upon. 


C3lD  researchers  are 
also  interested  in  what 
physicians  say  and  know 
about  the  impact  of 
culture  and  ethnicity  on 
the  health  of  children 
with  chronic  illness  and 
disabilities  and  their 
families.  The  physicians 
for  each  family  involved 
in  the  project  will  be 
interviewed  and  will 
provide  additional  input. 

A set  of  questions 
that  would  be 
appropriate  for 
physicians  was  selected 
from  the  family 
interviews.  The  goal  is  to 
get  at  how  physicians 
understand  the  family 
with  a chronically  ill 
child,  their  culture, 
support  system  and 
general  coping  process. 
Researchers  will  then 
compare  the  family  and 
physician's  points  of 
view. 


When  we  analyze  the 
data,  we  are  looking  for 
recommendations  that 
families  and  physicians 
have  for  improving  care 
for  children  with  chronic 
conditions  from  diverse 
cultural  backgrounds. 

"When  we  practiced 
the  interview  questions 
with  physicians," 
Garwick  says,  "they  felt 
the  questions  were  clear 
and  relevant."  The 
questions  themselves 
raise  the  physician's 
awareness  of  family  and 
cultural  issues.  "Most  are 
interested  in  getting 
feedback.  One  physician 
said,  'if  you  discover 
anything  you  think 
might  impact  on  the  way 
I interact  with  a family, 
or  can  help  the  family, 
please  share  it.'" 

Physicians  are  also 
asked  to  complete  scales 
similar  to  those  to  which 


families  respond.  The 
Characteristics  of  Chronic 
Conditions  Scale  includes 
questions  about  the 
child's  type  of  chronic 
illness  and  treatment. 

This  scale  has  been 
developed  by  a team  of 
C3lD  investigators.  The 
questionnaire  will 
provide  data  about 
chronic  conditions  that 
can  be  used  to  interpret 
issues  and  themes  in 
family  interviews  that 
are  related  to  the  nature 
of  the  condition. 

Like  the  families, 
physicians  also  respond 
to  the  "impact  on  Family 
Scale."  This  scale  tries  to 
assess  how  a child  with  a 
chronic  illness  or 
disability  affects  a 
family.  Does  it  cause 
financial  problems?  Have 
parents  had  to  leave 
work?  Take  on  extra 
work?  Are  they  tired 
much  of  the  time?  Do 


families  feel  closer?  Both 
the  physicians  and  the 
families  indicate  the 
degree  to  which  they 
believe  statements  are 
true  or  not  true. 
Physicians  can  also 
answer  "don't  know." 


MISSION 


The  Center  for  Clitildren  with  Chronic  Illness  and  Disability  is 
learning  a great  deal  about  children  >vith  chronic  illness  and 
disabiUties,.  their  families,  and  the  political^  health  care,  and  policy 
environments  that  affect  their  care.  To  readh  as  many  families  as 
we  can,  we  join  with  Exfeptiotwl  Parertl  to  piAlish  Chiidren's 
Health  Notes  to  define  the  environment,  raise  questions,  identify 
strategies,  Dr  provide  clarification  of  issues  thaviu^e  critical  to 
providing  care  for  children  with  special  needs  and  theiu  fanulies, 


The  Center  for 
Children  with  Chronic 
Illness  and  Disability 

was  established  in 
October,  1989,  and  is 
housed  at  the 
University  of 
Minnesota.  Tlie 
organization  is  a 
research  and  training 
center  dedicated  to  the 
study  and  promotion 
of  psychological  and 
social  well-being  of 
children  with  chronic 
conditions  and  their 
families. 
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FUN  WHEELER 


Take  your  child  for  a DELIGHTFUL,  effortless  ride  on  the  beach,  through 
the  woods,  over  nature  trails,  and  all  those  places  a wheelchair  can  not  go. 
With  the  special  patented  soft  plastic  pneumatic  wheels  on  the  FUN 
WHEELER,  sand  or  uneven  terrain  is  as  EASY  to  traverse  as  concrete! 
WE  GUARANTEE  IT !! 


• Carrie  Seat  by  Tumbleforms  ® easily  attaches  for  added  postural  support 

• Adjustable,  detachable  handle 

• Adjustable  length 

• Disassembles  simply  w/o  tools  for  convenient  transport 
Inquire  about  our  Sport  Wheeler  for  teens  and  adults! 


1-800-388-1390 

Office  804-461-1 122  • Fax  804-461  -0383 


Reprinied  By  permission  of  J.A.  Preston 
Corporation  1990.  Bissel  Healthcare  Corporation 


571  lA  Sellger  Drive.  Dept.  E, 
Norfolk.  VA  23502 
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Comfortable,  fun  and  safe  cycling 
for  ail  ages  and  abilities 


The  Montage  by  just  Two  BiktV,  Inc.  joins  cytling  partners 
togeliier  in  a rolaxecJ,  sklo-hy-side  position,  eliminating  fialancc 
conrerns  and  allowing  each  rider  an  exccllcMil  view  of  the  road 
and  scenery. 

The  adjustable  seating  positions  at  comodate  riders  of  dif- 
ferent heights.  Either  partner  may  steer,  and  each  rider 
has  «i  separatt'  drivetrain  so  thc'>  may  pt'dal  at  their  own 
t.wleiue.  Stort's  vertically  to  save  spate  and  allow  easy 
maintenento. 

Ideal  lor  visually  or  physit  ally  (halkuigi'd  riders 

Contact  )TB  for  details  and  a video  brochure: 

phone:  LB0n-4‘)<)- 1 548  fax:  l-M  2-f>S  L‘)444 
('-mail;  74771  .J7,i7@( ompLiserve.com 
4HJI  Washington  Av?niie.  White  Bear  lake,  MN  5SI 10 
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HEALTH  INSURANCE  TROUBLESHOOTER 


by  Richard  Epstein 

The  Katie  Beckett  Waiver 

QWe  own  our  own  home,  and  our  income  puts  us  over 
the  limit  for  Medicaid  coverage.  We  have  always  raised 
our  child  at  home,  even  though  health  care  professionals 
have  suggested  institutionalization. 

If  our  child  was  in  an  institution,  the  government  would  pay 
all  the  costs,  including  medical  care.  Since  we  have  kept  our 
child  at  home,  however,  the  government  will  not  pay  for  any 
of  the  costs.  In  fact,  the  government  will  not  t ven  pay  for 
basic  medical  care.  Is  there  anything  we  can  do? 

A Although  the  Medicaid  regulations  that  apply  to 

income  limits  seem  quite  rigid,  there  are  some  excep- 
tions to  those  regulations.  These  exceptions  are  known  as 
“waivers.”  Each  waiver  represents  a situation  in  which 
specific  states  have  applied  for,  and  have  been  granted, 
exemptions  from  the  standai'd  Medicaid  niles. 

One  of  the  most  important  of  these  Medicaid  waivers  is 
generally  known  as  the  “Katie  Beckett  waiver”  or  the  “Katie 
Beckett  provision.”  In  the  early  1980s,  when  the  Katie 
Beckett  waiver  was  first  established,  if  a child  with  a disabili- 
ty lived  at  home,  Medicaid  generally  considered  parents' 
income  in  evaluating  the  child’s  eligibility.  If  the  child  was 
hospitalized  or  institutionalized  for  an  extended  period,  how- 
ever, the  parents’  income  generally  was  not  considered. 

Katie  Beckett,  a yoimg  cliild  who  was  on  a ventilator,  was 
unable  to  go  home  from  the  hospital,  not  because  of  medical 
reasons,  but  because  she  would  no  longer  have  been  eligible 
for  Medicaid.  Wlule  Medicaid  niles  allowed  for  the  continued 
payment  of  hospitalization  costs,  they  did  not  allow  Medicaid 
to  pay  for  the  cost  of  home  care,  even  though  home  care 
would  have  been  far  less  expensive. 

Eventually,  a special  Medicaid  waiver  was  created  so 
that  Katie  Beckett  could  return  home.  Since  that  time,  the 
Katie  Beckett  waiver  has  helped  an  enormous  number  of 
children  who  would  have  been  forced  by  Medicaid  regula- 
tions to  remain  permanently  in  hospitals  or  institutions. 

State  regulations 

Since  Medicaid  is  administered  at  the  state  level,  the  Katie 
Beckett  waiver  is  available  only  to  residents  of  those  states 
that  have  adopted  it.  Although  almost  every  state  has  some 
form  of  the  Katie  Beckett  waiver,  regulations  may  differ 
drastically  from  state  to  state.  Contact  your  state  Medicaid 
offic'e  to  learn  the  details  of  your  state’s  waiver. 

According  to  the  National  Health  I^w  Program,  a child 
with  a disability  does  not  need  to  be  institutionalized  to 
qualify  for  the  Katie  Beckett  waiv^er.  Thus,  depending  on 
the  state  you  liv('  in,  and  the  specifics  of  your  child’s  dis-  j 
ability,  the  waiver  may  bo  applicable  to  your  situation. 

The  specific  rules  are  complex.  In  general,  however,  the 
waiver  may  apply  to  a situation  invoking  a child  with  a dis- 
ability under  18  yt'ai's  of  age,  for  whom  home  care  is 
appropiiate,  and  in  which  the  child  requires  a level  of  care 
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} equivalent  to  that  provicieci  by  an 
i institution.  In  addition,  the  cost  of 
I home  care  must  be  less  than  or 
I equal  to  the  cost  of  institutionaliza- 
I tion.  The  waiver  is  available  only  to 
I children  who  would  qualify  for 
i Medicaid  if  institutionalized.  There 
! are  other  specific  rules,  as  well. 

! In  states  that  have  n t adopted  the 
; Katie  Beckett  waiver,  Medicaid  will 
1 consider  paying  the  costs  of  long-tenn 
institutionalization  for  a child  with  a 
disability,  regardless  of  the  patents’ 
income.  However,  even  though  the 
state  w^ould  have  to  pay  the  hill  costs 
I if  the  child  were  institutionalized, 

; those  state  Medicaid  programs  gener- 
I ally  will  not  pay  any  medical  costs  for 
I a child  witli  a disability  if  he  or  she  is 
! being  caied  for  at  home,  unless  the 
; parents’  income  meets  Medicaid  eligi- 
; bility  requii*ements. 

J 

j 

i If  denied 

If  your  Medicaid  application  has 
: been  denied,  and  you  think  you  qual- 

; ify  under  a Katie  Beckett  waiver  or 
I under  a different  waiver  program, 
j contact  your  local  Protection  imd 
i Advocacy  office  or  the  local  legal 
I services  office  for  advdce.  For  your 
I local  offices,  contact  the  National 
Legal  Aid  and  Defense  Association, 
1625  K St.,  NW,  Ste.  800,  (202)  452- 
; 0620  (voice),  (202)  872-1031  (fax). 


i 
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I 
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In  this  column, 

Richafxl  Epstein 
ansivers  imdjos' 
questions  about  health 
imumnce.  Send  yoicr 
questions  to  him  at 
ExcEtnjosAi.  Parent, 

209HaminiSt.,Ste. 

303,  Brookline,  MA 
02146,  (617)  7S0B742  (far).  ; 

ff  your  question  i^ates  to  a sjxx^\fic  j 
health  insumnee  claim,  please  mclude  j 
wpies  qf  any  ynatenals  you 've  received  ! 
fiom  the  insurance  company.  (Please,  \ 
don't  semi  onginals!)  Include  jjour 
add)vss  and  phone  number.  OfUy  your  ; 
initials  and  state  uhll  be  published.  It  is  \ 
not  possible  to  yespond  to  lettos  \ 

individually.  \ 
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MEDICAL  INFORMATION 

Latest  Research  on  Your  Medical  Condition 


Free  Brochure 
(800)  551-9040 


IV/fedicai 
^ Tournal 
I J^esearch 


Suite  135 

4706  N.  Midkiff  #30 
Midland,  TX  79705 


Your  personal  physician  is  the  best  source  of  information  on  your  specific  medical  case.  Nevertheless, 
if  you  believe  in  being  an  active  participant  in  your  health  care  while  working  in  parmership  with 
medical  professionals,  then  why  not  better  educate  yourself?  Medical  journals  worldwide  publish  the 
research  and  clinical  findings  of  medical  researchers  in  approximately  z4,000  articles  each  month  (in 
the  English  Language  alone).  Some  of  these  researchers  are  studying  your  condition  full  time.  If  you 
are  interested  in  learning  what  they  have  to  say,  we  can  make  this  resource  easily  available  to  you.  Our 
services  are  lower  in  cost  than  computer  on-line  services  for  most  people,  will  yield  better  information, 
and  require  far  less  time  and  effort  than  utilizing  one  of  the  rare  medical  libranes  that  are  open  to  the  public. 

MJR  Custom  Reports;  provide  abstracts  (concisely  written  summaries  by  each  article's  author  and 
up  to  250  words  each)  and  references  to  the  most  recent  articles  written  in  the  last  5 years  specifically 
on  vour  condition  (m^or  or  minor,  common  or  rare).  The  abstracts  are  highly  infonnative  and  typically 
cover  I ) the  purpose  of  the  study  and  method  us^  2)  study  specifics  (for  example,  type  of  treatment,  number, 
a^e  and  sex  of  patients);  and  3)  study  conclusions  (for  example,  patients'  responses  to  treatment  and  its 
significants  to  others  with  the  same  condition).  The  references  will  tell  you  who  and  where  the  doctors  arc 
researching  your  condition  and  where  to  acquire  complete  articles  if  you  desire.  Report  options  are: 

General  Report:  $29  - Information  on  up  to  50  articles  covering  those  aspects  of  your 
condition  most  currently  being  researched. 

Treatment  Report  Package:  $69  - Three  reports  (information  on  up  to  125  articles) 
covering  all  published  treatment  options,  standard  and  new,  success  rates,  comparisons  and  case 
studies.  (Sample  Treatment  Report:  S9  - Information  on  up  to  1 0 of  the  latest  articles.) 

Targeted  Report:  $30  - Information  from  up  to  50  articles  on  one  specific  aspect  of  your 
condition.  For  example:  the  effectiveness  of  surgery  on  glaucoma.  See  our  broclmre  or  call  for 
details  on  Targeted  Reports. 

If  you  have  ever  wondered  whafs  happening  at  the  leading  edge  of 
research  on  your  disease,  don’t  wait  Order  Today! 

To  Order  send  check  or  money  order  to  MJR  at  the  address  above,  along  with  the  specific  name  of 
your  medical  condition.  Texa.s  residents  add  7.75%  sales  tax.  Full  Refund  if  our  search  is  unable  to 
provide  information  for  your  condition.  (Watch  for  MJR'i  ads  on  Excuptwnal  Parent  nugazine's  Marketplace  page) 


Circle  # 242 


It  can't  fly. 

.lust  for  the  record,  w e tiiought 
we  should  admit  that  although  our 
two-in-one  booster  seat  is  fully 
adjustable  for  children  from  the  age 
of  6 months  up  to  five  years,  and  no 
matter  iiow  easily  it  converts  from  a 
strap-to-the-chair  booster  to  a free- 
standing toddle^  chair,  and  even 
though  it's  portable  enough  to  take 
along  to  a restaurant  or  to 
Grandma's  and  has  an  appealing 
design  for  the  home  setting,  there 
are  still  some  things  it  can't  do.  But 
if  durability  and  versatility  are  w hat 
you  need  for  your  growing  child,  wc 
can  certainly  help  you. 

Wc  have  a complete  line  of  fur- 
niture and  w'c  even  do  custom 
designs  for  special  needs.  f‘or  a cat- 
alog. cal!  us  or  write  to  the  address 
T^Tji/^r  A r below.  Meanwhile,  we'll  try  to  fig- 

lire  out  w here  to  put  on  the  wings. 

DESIGNS,  iuc^  (908)  464-8825 

P.O.  Box  130,  Gllletttt,  NJ  07933 


CUSTOM  EQUIPMENT  FOR  SPECIAL  KIDS 
— 


'OgiL 

a 


566 


Circle  » 130 

JUNE  Ifinr,  / EXCEPTIONAL  PARENT  ♦ 109 


Imie  Pollin,  author  of  Takisg  CumiK: 

OMCRCOMlSCf  IVK  CfWJJCXGES  OF  UmhTFRM 
luSFSS,  is  a patvnt  and  psijchiahir  social 
ei:  In  dmling  with  herchild)m's  illnesses,  Pollin 
became  auKov  that  pmfessionals  )vccim  scant 
tmining  to  Mp  individmls  and  families  cope 
with  long-teiin  effecis  of  chwnic  illness  07’ disability. 
Neither  modal  health  nor  medical  spedalists  pmuided  the 
siippoyi  she  and  her  husband  needed. 

Although  Tak!Sg  Charge:  the  Ch.mjilmges 

OF  iMSChiycRM  Iuj\t:ss  was  urritten  S})ec{fically  for  indi- 
viduals with  long-term  illnesses,  eveiy  chapter  is  Jilted 
with  poweful  infonnation  and  helpful  supixni  for  par- 
ents and  other  family  membets.  Hoe's  what  nationally- 
syndUated  columnist  Ann  Ijandeis  says  aixnd  Taking 
Charge:  **(This}  book...  should  be  ivquued  nadingfor 
eieryone  facing  the  challenge  oflong-tnin  illnes.s, 
whether  their  awn  or  that  of  a loied  one...  It  could  be  the 
mo.st  lalualAe  gift  ipu  will  cwrgiixC' 

In  Poll i ids  nx))ds—'I  haiedis(meml  that  by  con- 
fmnting  and  taking  chaige  ofyourfeais,  you  can  learn  to 
a(V(pt  your  (or  your  loved  one's]  tong-tenn  (vndition. 
Indc(rlj  you  can  ona*  again  take  chaige  of  your  life.  ” 
T/\kixg  Ch.\rge  is  (nailable  fom  Krceptional  Parnd 
Lilnmy  (800/5:15-1910).  Thefollawing  is  an  e.rceipt: 

Face  Your  Fears 

Many  people  worry  tliat  if  they  confront  thefr  fears, 
they’ll  fall  a|)art  or  lost'  control.  In  tnith»  all  of  us  wish  to 
be  sec'iu’e  in  what  we  know  we  can  coiuit  on.  It  feels 
si\fe  and  reassuring  to  have  a sense  of  control.  However, 
it  d(H'sn‘t  follow  aiitomatit‘t\lly  that  if  yoii’n'  frightened 
or  unsure  of  what  s in  store  you’ll  be  out  of  control. 

Eveiy  (lay,  uncertainty  slips  into  our  lives.  Neither  a 
salt'speison  nor  a department  store  buyer  knows  in 
advance  how  many  items  they’ll  sell,  yet  they  order  mer- 
chandise. A restaiuateiu-  shops  for  and  prepaies  meals 
by  predicting  how  many  patrons  will  order  roast  beef  or 
fish  or  lasagne  in  a given  evening — but  he  never  knows 
for  sure.  There  is  an  exi^ectation  of  certainty,  but  in  fact 
no  one  is  certain  the  ex])ectation  will  l>e  fulfilled. 

While  we  ran  conduct  business  tolerating  a ineasuie  of 
ambiguity,  we  find  it  Iwd  to  a|)ply  these  principles  to  our 
hetilth.  Wo  wtmt  to  In'  .sure  we  are  healthy  yet  we  can 
n('V(T  really  be  completely  confident.  What  goes  on  within 
our  Ixxlies  Is  often  invisible  to  ws.  We  don’t  recognize  a 
pn)blem  imtil  it  IxK'onu's  a hk'oding  ulcer  or  shortness  of 
I bix'ath.  In  truth,  we  live  with  uncedainty  all  the  time,  yet 
I we  lUiunUiin  coni  n)l  of  our  live's. 

I Ni'vertheless.  “fear  of  ftUling  apm1”  pashes  people  to 
I keep  their  other  tinxieties  inside,  even  when  it  inemLs 
> going  agtiinst  their  natiu’til  tendency  to  face  th('in  and 
I express  themsi'lves  o|)enly.  For  example,  Emily,  one  of 
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my  yoimg  patients  from  Chicago,  became  lincharacteiis- 
tically  silent  after  a diagnosis  of  multiple  sclerosis.  Her 
husband  felt  so  uncomfortable  with  her  atypical 
demeanor  that  he  finally  screamed  at  her,  “For  God’s 
sake,  Emily,  you’ve  got  MS.  Where’s  your  I’eaction?” 

All  her  life,  Emily  had  prided  herself  on  her  ability  to 
communicate.  Now,  however,  she  feared  losing  control  if 
she  verbalized  her  terrifying  thoughts:  “Will  I end  up  in  a 
wheelchair?”  “Will  I be  able  to  have  children?”  “If  I do  have 
kids,  will  tliey  have  to  care  for  me  or  make  the  decision  to 
put  me  in  a nursing  home?”  Once  she  allowed  herself  to 
voice  these  terrible  but  understandable  fears  to  herself  and 
her  husband,  not  only  did  she  feel  more  stable  emotionally, 
but  she  was  able  to  make  decisions  about  her  life  that 
eased  her  aetjustment  to  her  new  .situation. . . 

You  [can]  face  and  resolve  your  fears  by  examining 
the  most  salient  ones  in  detail.  One  feai* — what  I like  to 
call  the  “ninth  fear” — asserts  that  you’re  making  up  all 
the  others.  This  attitude  cmi  imdermine  your  ability  to 
acce[)t  your  other  anxieties  as  legitimate.  When  you  suc- 
cumb to  it,  you  don’t  penuit  yoiuself  to  be  serious  about 
or  resixK'tful  of  your  own  needs. 

IM  me  assure  you  that  even  though  in  the  past  some 
of  youi  fears  may  have  been  imfoimded,  today  they  are 
valid.  They’re  based  on  real  problems.  If  you’ix'  <mxious 
tliat  a surgical  procedure  is  (Umgeroas,  it  prolxibly  is.  If 
you’re  worried  about  the  long-term  side  effe<  ts  of  a med- 
ication, you  probably  have  good  reason.  In  fact,  ir.you 
make  your  own  m<?dical  decisions,  you’d  be  remiss  if 
you  didn’t  consider  the  conseciuences  carefully.  Your 
wonies,  therefore,  aren’t  imaginiuy.  They  are  compelling 
and  should  never  be  dismissed. 

Some  people  fear  that  their  feelings  during  this  vulner- 
able time  are  “irrational.”  In  tnith.  emotions  are  never 
rational  or  logical — they’re  emotions.  Moreover,  given 
the  high  state  of  anxiety  that  chronic  illness  provokes,  it 
seems  perfectly  norm^il  to  feel  irrational  at  this  time. 
Emotions  and  actions  i\re  distinc  t,  however.  Feeling  irra- 
tional dot's  not  mean  that  you’ll  act  irrationally. 

A final  note:  It’s  unportant  to  lecognize  that  your  worst 
fear  may  never  come  true.  Sinct'  the  couiso  of  most  cl  uran- 
ic illnesst's  is  unpredictable,  your  situation  could  improve 
rather  than  worsen,  as  in  the  cast'  of  one  distrauglit 
wt^man  who  had  checktxl  into  the  liosj^iUU  to  undergo 
lisky  siugery  for  the  removal  of  a tun  tor  in  her  ixvk. 
During  the  final  preoperative  exam,  her  siugctxi  dlsctw- 
en'd  that  the  tumor  had  shrank  imd  suigery  wus  no  longer 
necessary.  Until  that  mtrment,  it  had  never  (X'ciirretl  to  this 
wom^in  thjil  she  would  l>e  sjxrretl  tlie  0|X'ration! 
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The  Events  That  Make  a Difference 


Rosemont,  IL 

August  11-13 
(ChicagoJ  . 
Rosemoiit 
Convention  Center 


San  MateO;  CA 

' September  29  - 
October  1 

(San  Francisco  Ray  Areo) 
San  Mateo  Expo  Center 


Attend  Attend 

• Make  new  Men4S;  enjoy  sports  demos  ^ fun! 

• Disepyer  pew 


v^he  Number  One  Show  of  Products  and  Services  for  Penple  with  Disabilities 


Exhibits  ^oWc^e 

New^j^PCts  andSpot^1)Mds' 

200  Exhibits  Vans;  Gcandto  yotu'spfdai^i^^ 

Exercisen,  Cin^vt^  tlwiaMwicdfe,^«:]m 

Scooters,  Ckpth^lMib  Mving^  <v . tcduwriogy.^H^ 

Personal! 


ABILITIES  EXPO  is  tt  mint  attend  event  for  oil  oges;  fonsilies,  seniors,  health  core  providers, 
educators  and  rehabilitation  professionals.  For  more  infnmatioB  please  call  (203)  256-4700  ext.  131 
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THE  TMPA  WAS  DESIGNED  BY  LUCILE  SALTER  J 


"Highly  informative  and 
sensitively  presented... 
a practical  step  fy  , 
step  guide 
...much  needed!" 

R C.  Friedman,  Ph.D 
Prominent  Psychologist 


FINALLY...  A VIDEO 

A tool  for  PARENTS 

with  CHILDREN  in 

SPECIAL  EDUCATION 


ro-V  ^ 


EDVANTAGE 

MEDIA,  INC. 

RO.  BOX  259 
MATAWAN.  NJ  07747 


TEL:  1^800^375^5100 

FAX:  908*566*8791 


^39^^plus  $3.00  s/ii 

VISA/MC 


"Provides  parents  with 
support  and  encouragement... 
applies  to  children  of  all  ages." 

V.  W.  Haskin,  Ed.D 
Special  Education  Authority 

IS8N  0-6646188-0-7 
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CKARD  CHILDREN’S  HOSPITAL,  REHABILITATION 
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Transitional 
Power 
Mobility 
Aide 

Available  Now 
From  Innovative 
Products,  Inc. 

Call  Today 

Tatesl  PUMilag 

Now  a child  with  severe  physical  disabilities  can  be  positioned  in 
either  SITTINO*  SEMI-STANDING,  or  STANDING  to 
optim^  access  to  the  environment 


Featurei 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 


Six  Models  Available 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Graad  Fords,  NDS8201 
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Benefits 

Provides  Access  to  Environment 
One  device  for  standing  A Moving 
Promotes  dynamic  positioning 
Acceuible  in  preschool  classrooms 


Helping 
children  and 
adults  with 
developmental 
disabilities 
reach  their 
fullest 
potential. 


Bethphage  Mission 

Lind  Center,  Suite  A • 4980  S.  118th  Street 
Omaha,  NE  68137-2220  • 800-279-1234 


Serving  over  1500  ffersons  in  16 
states,  ^reat  /Britain  and  -^tvia. 


Clrclt  *232 


- Television  is  inipot  Ian}  for 
America's  disabilily  conmiunity: 
The  network's  programining  ' 
helps  Americans  with  disabii^ 
ties  move  into. main streorit  hie 
by-changingperceptions.  ■ ' 

StNAWRBdBDOlE 


' - k\IJ-lDU>U>n; 

not  only  gives. p,€5pl6.  with 
disabilities  0 -neW  nieons  ol 
comniunlcation,  but  television 
givjes  oH  Americans. an. 
opportunity  to  inaximi^e 
abil(ties-> . '■  ' ** 

SENAIOR  WM  HARhiN  ' 


As  one  of  49  mifijon  ' 
Ameiicans  who  happens  to, 

; haVe-a  disobiliTy<  Jjke  I 
happen  to  havOi epilepsy,  = ‘ ’ 

I'm  very  excited  about  ' ’ 

. KU.I  ll)(Aori  . lv|\  . 
\^uses  the  exfraordinory  power  - 
television  to  communicate 
ideas  and  positive  role  niodcis 
jot  our  complex  society.  ^ 

TONY  COHHO.  (hairmov 
President  s Com/rtV/ree 
on  Fntphym&jjit  of.Pvppte 
'svrfb  Oiiabillfies 


Please  join  March  of  Dimes 
and  lv\l  I n’tfrsut.n  . With 
your  lielp/  we  can  improve  the 
quality  ol  life  Ibr  ;lfme(Kuns 
with  birth  defects  and  other 
disabilities.  Aqcf  we  can  offer 
quality  otoai€^uh^he  whole 
family  can  enjoy.  ^ ' ^ 

' DR.  JENNIFER  1.  H0l*AE  . 
Pmidonf  ■ . ' . 

Mculi  of  Oimei 

firr f]}.. Defer fs  Fovndatton 


. . Join  with  us  at  East^ 

Seals  and  (\  \l.l  flH  )>C  ( )l'l  . 
We  want  to  share  vital,  accu- 
(otu  mlormuliorr.  We  want  to  , 
brighten  American  homes  Irojn 
cous*t  to  coast  wftli  good, 
qualify  television. 

JAMES  E.  WfLLIA/V\S  JR.  ^ 
Proiidinl'and  CEO 
National  foster  Seo/  Sodofr 


We^rc  dcJighted  to  joiri 

inthe  . 

"Calling  on  Cable"  compaign.  I 
,hope  you  wilTheiorne  o part  ol 
the  effort  to  brqig  this  q,xciting 
network  to  every  home  in 

^Ariif^itu.y^ 

ElAINE  L.  CHAO_ 

P(i'sid*:nT  and  CEO 
United  tVoy  of  Anicnui 


AMERICA'S  DISABILITY  CHANNEL 
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Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

» Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

• Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked! 

Can  operate  while  in  water! 

• Multi-directional! 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

• Battery  operated  & no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 

Barrier  Free  Lifts,  Inc, 

P.O.  Box  4163  • Manassas,  VA  221 10 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 
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DISCOUNT 

MEDICAL  SUPPLIES  AND  EQUIPMENT 

COMPREHENSIVE  HOME  HEALTH  CARE  PRODUCTS 
ALL  YOUR  MEDICAL  NEEDS  JUST  CALL  L800  876  -7569 


SPECIAL  DISCOUNTS  TO  ASSIST 
THOSE  WITHOUT  INSURANCE 
PLEASE  CALL  FOR  PRICING 


EQUIPMENT 
WHEEL  CHAIRS 
BATHROOM  SAFETY 
BEDS,  RAILS;  LIFTS, ETC 
CONVALESCENT  AL''« 
CANES,CRUTCHES,WALKERS 
BLOOD  PRESSURE  UNITS,  ETC. 


DISPOSABLES 

UNDERPADS 

WOUND  CARE  PRODUCTS 
GAUZE,WRAPS,BANDAGES 
OSTOMY  SUPPLIES 
UROLOGICAL  SUPPLIES 
INCONTINENCE  PRODUCTS 


MEDS  PLUS  MORE 
RESPIRATORY  PRODUCTS 
NUTRITIONAL  SUPPLIES 
ORTHOPEDIC  AIDS 
SKIN  PREP,CREAMS,OINTMENT 
PHYSICAL  THERAPY  NEEDS 
HOT  AND  COLD  THERAPY 


VISA,  MASTERCARD,  AMERICAN  EXPRESS-  CHECK  OR  MONEY  ORDER. 

CALL  US  TODAY  SO  WE  MAY  REDUCE  YOUR  MEDICAL  bills. 

1-800  876-7569 

INTERMED  ASSOCIATES  9592  DEERECO  RD,  TIMONIUM,  MD.  21093 

CALL  FOR  am  NEW  CATALOGUE 

O “ ' 'fclfcle,#244  P’tJ  -i 

ERJCu  ♦ EXCEPTIONIl  PARENT  / .U’NE  in!)5  t)  f I 


Networking 

Inffonnaiion  from  The  NatkMial  Patent 


The  National 
Parent  Network 
on  DisabHities 
.Board  of  Directois 


Marta  Anchondo 

TA^  Anaheim,  CA 

Dianna  Autin 

Advocates  for  Children  of  New  York, 
Long  island,  NY 

Maraaiet  Burley 

OCEHC,  Mahon,  OH 

Joanne  Butts 

Washington  PAVE,  Tacoma,  WA. 
President 

Connie  Curtin 

Vermont  Parent  Information  Center, 
Burlington,  VT 

Diana  Cuthbertson 

Statewide  Parent  Advocacy  Network 
(SPAN),  Westfield.  NJ, 

Past  President 

Joseph  Garcia 

Touchstones,  Seattle,  WA 

Paula  GoWbeig 

PACER  Center,  Minneapolis,  MN 

Connie  Hawkins 

Exceptiona)  Children’s  Assistance 
Center  (ECAC),  Davidson,  NC, 

Bonnie  Johnson 

Arkansas  Disabilities  Coalition, 
Little  Rock,  AK 

JoanKHbum 

MATFeX,  A Parent  Network 
& Resource  Center, 

Mn.  Valley,  CA,  Treasurer 

Sue  Pratt 

CAUSE,  Lansing,  Ml 

Pat  Smith 

Geagia/ARC.  East  Point.  GA, 
Parliaments 

PamStaneberg 

Disability  Rights  Education  & 
Defense  Fund  (DREDF), 
Berkeley,  CA, 

Vice  President 

Janet  Vohs 

Federation  for  Children  with 
Special  fieeds,  Boston.  MA. 
Secirfey 

PaMOalfclMI  Smith 

Btecutive  Direckx 


Sparks,  Sen.  Bill  Frist,  R-TN,  chapman  of  the 
Senate's  Disabilify  Polk:y  Subcommittee, 
reaffirms  his  commitment  to  people  with 
disabilities  at  NPND^s  second  annual 
congressional  reception. 


NPND  CongressMHial  Receptioii 

Hie  National  Parent  Network  on  Disabilities 
(NPND)  held  its  second  annual  congressional 
reception  March  13  to  hcxKMr  parents  of  diildrcn 
with  disabilities.  Senate  M^oiity  Leader  Bob 
Dole,  R-KS,  ,«^nsored  the  event 

BiU  FYist,  R-TN,  chainnan  of  the  Disabil^ 
Policy  Subcommittee  of  the  Senate  Labor  and 
Human  Resources  Committee,  reafOrmed  his 
commitment  to  work  with  families  to  improve 
programs  for  people  with  disabilities.  He 
extended  an  invitation  for  people  to  partic^ate 
on  his  tean?,  and  to  w<»rk  with  him  during  theses 
challen^g  times. 

Other  le^latois  attending  the  reception 
included  Sens.  Nancy  Kassebaum,  R-KS;  Tbm 
Harkin,  D-IA;  Paul  Wellstone,  D-MN;  and 
Christopher  Dodd,  D-CT,  and  Reps.  William 
Goodling,  R-PA;  Major  Owens,  D-NY;  Steny 
Hoyer,  D-MD;  George  Miller,  IK3A;  and  David 
Hobson,  R-OH. 

Also  during  the  reception,  NPND’s  Distin- 
guished Service  Award  was  given  to  Diana 
Cuthbertson,  former  president  of  NPND’s 
board  of  directcHS.  Cuthbertson  was  recog- 


nized for  her  tireless  work  on  behalf  of  parents 
and  children  with  <tisabilities. 

NPND  thanks  the  organizations  and  individuals 
wim  helped  inake  this  xeceptkm  a success:  Par- 
ent Gaining  and  Monnatiem  Cent^ 
of  the  Cemsoilium  for  Qtizars  Witii  Disabi^^ 
and  the  mdividual  NPND  members  con* 

tributed  financial  siq^KHt  to  the  event 

Legislative  Update 

With  its  first  1 00  days  behind  it,  Congress  took 
a recess  beginning  inid-ApnL  It  left  behind  a 
trail  of  legislative  setbacks  and  attacks  on  peo* 
pie  with  disabilities.  Upon  its  return,  this 
assault  on  the  rights  of  people  with  disabilities 
was  expected  to  continue. 

SSI  ChUDKEN^S  BKNEftlS 
The  House  of  Represaitatives  passed  the  Per- 
sonal Responsibility  Act  (PRA),  a bUl  with  pro- 
visiems  that  would  save  fede  ral  dollars  by 
eliininating  260,000  children  fiom  the  SSI  (Sup- 
plemental Security  Income)  program,  which 
provides  ;toids  to  people  with  low  incomes  and 
fimited  assets  who  are  65  or  older  or  who  have 
disabilities.  If  PRA  is  passed  by  the  full  Con- 
gress, the  savings  will  be  passed  on  to  the 
states  as  block  grants.  Children  and  adults  who 
lose  their  federally-adniiiiistered  SSI  benefits 

conUrmedonpage  116 


NPND  executi^diretrior  Patricia  McGiii 
Smith  (left)  pr^ents  Diana  Cuthbertson,  past 
presidmrt  of  NPND's  board  of  directors,  with 
the  NPND  Distk)guishedSefyk:eAwar^ 
thecor)gre$skx)alreception.lnthefore- 
ground  are  Joanne  Butts,  NPND  president, 
and  Cuthbertson'^  huaband.  Hank. 


Volunteers  Needed  for  Media  '^at  Team” 

NPND,  in  cor\junction  witli  other  disability  advocacy  organizations,  is  forming  a national 
Media  Swat  Te'am.  This  team  will  keep  track  of  reports  in  the  media  that  are  damaging  to 
people  with  disabilities  and  issue  replies  as  swiftly  as  possible.  If  you  are  interested  in  volun- 
teering as  a media  monitor  or  writer,  contact  Lany  Searcy,  NPND,  1600  Prince  St,  Ste.  115, 
Alexandria,  VA  22314,  (703)  684-6763  (V/TTY),  (7a3)  836-1232  (fax). 
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can  apply  to  their  states  and  may  receive  benefits 
that  each  state  decides  to  provide. 

Under  PRA,  those  not  eliminated  will  continue 
to  receive  cash  payments  ftom  the  federal  gov- 
ernment as  long  as  they  qualify.  However,  cash  . 
payments  will  be  phased  out  because  all  new  SSI 
^plicants  will  have  to  ^ply  to  their  states. 

Ihe  House  bill  also  eliminates  the  ^individual 
entitlement**  component  of  SSI  benefits.  This 
means  that  even  if  a child  is  deemed  ""eligible**  for 
benefits,  the  child  will  not  be  “entitled’*  to  receive 
servicea  Waiting  lists  for  recipients  will  be  devel- 
oped and  services  will  be  delivered  on  a first- 
come-fiist-served  basis. 

NPND  had  been  told  that  the  Senate  is  likely  to 
uphold  the  provisions  of  the  House  bill  As 
Exceptional  Parent  went  to  press,  however, 
NPND  had  just  been  told  that  Sen.  Kent  Conrad, 
D-ND,  was  expected  to  introduce  a Senate  alter- 
native to  the  House  £q>proach  that  would  be 
much  more  favorable  to  childrax  Details  were 
not  known  as  of  press  time. 

RKAPTHOMZAnON  OF  IDEA 

As  Exceptional  Parent  went  to  press,  the  Senate 
leadership  was  pressing  for  a one-year  extension 
of  the  Individuals  with  Disabilities  Education  Act 
(IDEA)  to  ensure  that  none  of  IDEA^  funds 
would  expire  at  the  end  of  this  fiscal  year,  Sep- 
tember 30. 

The  Senate  had  planned  hearings  on  IDEA  for 
May  9, 1 1 and  16.  In  June,  the  Senate  intends  to 
hold  stafTbriefings  on  H)EA  for  staffers  of  the 
Senate’s  Disability  Policy  SuNiommittee.  Accord- 
ing to  the  Senate  caleiuiar,  a draft  bill  will  be  pro- 
duced in  August  or  September.  Hearings  will  then 
be  held  on  the  draft  bill  with  floor  action 
expected  in  October  or  November. 

The  House  had  planned  to  participate  in  a joint 
hearing  with  the  Senate  on  9 and  was  to 
hold  its  own  hearings  May  16.  House  staff  have 
indicated  that  they  will  aim  to  produce  a draft  bill 
by  early  summer  with  floor  action  by  the  end  of 
September. 

HBBnAOE  FouNDAnoN  Gaus  Fob  EuuiNAnoN 

OP  EDUCAMON  PEPAiaiiENT 
The  Heritage  Foundatlwi,  a leading  conservative 
think  tank,  has  called  for  the  elimination  of  tune 
president!^  cabinet-level  departments.  Accord- 
ing to  an  ^ril  1 7 press  release,  the  group  has 
proposed  i^udng  the  number  of  such  departr 
ments  from  14  to  five.  Some  would  be  consoli- 
dated, others  would  be  reduced  to  subK^inet 
independent  agencies,  wliile  others  would  be 
completely  eliminated  with  responsibilities 
shifted  to  states. 

NPND  is  concerned  because  the  group  has 
proposed  clomng  down  the  D^>artment  of  Edu- 
cation, "though  some  of  (its]  functions,  as  part  of 
the  overall  streamlining  and  consolidation 
process,  would  be  shifted  to  the  states  or  moved 
elsewhere  within  the  federal  government"  The 
group  has  not  indicated  wtiat  would  happen  to 
qpc<M  education  programs  under  this  proposal 
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Ed  Roberts 
1939-1995 

Ed  Robert^  the  father  of  the  inde- 
pendent living  movement  fewr 
pec^le  vdth  disabilities,  died  in 
Ma^  at  his  home  in  Berkefey,  Cali- 
fomia  He  was  66. 

We  have  lost  one  of  the  greatest 
leadasc^ourtim&EdwasanKxiu- 

mental  rc^  inodd,  teachar  arid  advocate  fex*  parents  aiKl  diiklren  wife  (fisalxli^ 
As  a result  of  polio  at  the  age  of  14,  Ed  was  paralyzed  ftom  the  neck  down 
and  left  with  motion  in  only  one  finger.  He  was  ventilator-dependent,  and  slq?t 
in  an  iron  king.  Ed  was  the  first  student  with  severe  disabilities  to  attend  the 
University  of  California  at  Berkd^. 

In  1972,  Ed  co-founded  the  Center  for  Independent  living  (CIL)  in  Berkeley. 
CEL  becaine  a model  for  more  than  400  similar  centers  worldwide  run  by  and 
for  people  with  disabilities.  Ed  went  cxi  to  head  California’s  State  DepaitmaU  of 
Rehabilitation  and  to  co-found  the  World  Institute  on  Disability,  api^Iic 
policy,  research  and  training  oiganizaticm,  with  Judy  Heumann.  In  1984,  £kl 
received  a prestigious  MacArthur  FoundaticHi  “genius”  award. 

Recognidng  Ed’s  loss,  Pres.  ClintcHi  eulogized:  “As  an  intemationai  leader 
and  educator  in  the  indqpendmt  living  and  disability  lights  movements,  he 
fou^t  throu^iout  his  life  to  enable  all  persons  with  disabilities  to  fully  partici- 
pate in  inmnstream  society ...  Mr.  Roberts  was  triily  a pirmeer. ..  His  vision  and 
ability  to  bring  people  together  should  be  an  exanqjle  for  eveiycMoe.” 


^ We  Have  Promises  To  Keep”  Rally 

On  June  22,  NPND,  along  with  the  Spina  Bifida  Association  of  America  and 
other  disability  organizations,  will  stage  a rally  on  the  West  Steps  of  the  U.S. 
Cs^itol  Building  in  Washington,  DC.  The  rally  will  be  held  from  noon  to  2 
p.m.  speakers  will  include  lawmakers  and  leading  national  disability  advo- 
cates, Entertainment  and  refreshments  will  be  provided.  After  the  r^, 
participants  are  being  urged  to  lobby  their  senators  and  representatives. 

Members  of  Congress  often  say  they  are  do  not  hear  from  the  disability 
community.  Let’s  make  a statement  that  they  won’t  soon  foiget  For  more 
information,  contact  NPND,  1600  Prince  St,  Ste.  116,  Alexandria,  VA  22314, 
(703)  684-6763  (V/TTY),  (703)  836-1232  (fax). 


Join  the  Family  Action  Network  (FAN) 

Please  complete  arri  return  this  form  to  FAN.  FAN  Alerte  and  riewstetters  about 

Islatton  and  other  Informatkn  wOl  start  arriving  as  soon  as  vojf  subscfi^ 

This  is  most  important  as  IDEA  is  up  for  re-authorization.  FAN  members  will  receive  quarterly 
newsletters  with  updates  on  how  IDEA  is  faring  in  Congress.  Alerts  of  timely  information  and 
requests  to  take  action  to  save  IDEA  will  be  sent  when  necessary. 

Name 

Address 

Phone  (home) (work) 

Congresskxial  District 

I beloag  to  an  electronic  n>ail  system  Yes  No 

Name  of  System E-Mail  address 

□ I am  a family  subscriber.  I have  enclosed  a check  foi  $25. 

□ 1 am  a friend  of  FAN  and  equally  committed  to  the  fight.  I have  enclosed  a check  for  $25. 

U I am  so  concerned  about  IDEA  that ! have  an  enclosed  an  additional  contributkxi  of  $ 

National  Parent  Network  on  OltabiNtiet,  1 600  Prince  St..  Ste.  1 15.  Alexandria.  VA  22314. 

(703)  684-6763  (V/TTY),  (703)  836-1232  (fax). 


Fragile  X Syndrome 


QOur  son  is  seven  years  old.  We 
know  he  is  mentally  retarded 
and,  according  to  his  pediatrician,  he 
has  some  features  of  fiagUe  X syn- 
drome. He  has  had  a number  of  diag- 
nostic tests,  including  chromosome 
tests.  All  have  been  “negative.”  Our 
family  has  no  history  of  mental  retardar 
tion  or  any  other  genetic  diseases.  We 
do  not  want  our  son  to  go  through  any 
unnecessary  testing.  Do  you  have  any 
suggestions?  If  he  does  have  firagile  X, 
is  there  anything  else  that  can  be  done? 

AFYagile  X ^drome  is  the  most 
common  cause  of  inherited  men- 
tal retardation.  It  occurs  in  approxi- 
mately one  in  1200  males  and  one  in 
2600  females. 

Fragile  X syndrome  is  called  an 
“X-linked  disorder”  because  the  FMR-1 
gene,  the  gene  responsible  for  fiagile  X 
syndrome,  is  located  on  the  X chromo- 
some (one  of  the  sex  chromosomes; 
the  other  is  the  Y chromosome  which 
only  males  cany).  A woman  who  car- 
ries the  gene  for  an  X-linked  condition 
has  a 50^  chance  of  passing  it  to 
either  a son  or  daughter,  since  she 
contributes  one  of  her  two  X chromo- 
somes to  each  cliild.  A man  with  the 
same  X-linked  gene  passes  it  to  all  his 
dau^teis  (they  all  receive  his  X chro- 
mosome) and  none  of  his  sons  (they 
all  receive  his  Y chromosome). 

The  severity  of  fira^le  X syndrome 
in  an  affected  individual  is  usually 
related  to  the  size  of  the  DNA  muta- 
tion within  the  FMR-1  gene.  Some 
intellectually  normal  people  have  a 
fragile  X “premutatioit,”  or  small  mutar 
tion.  These  premutations  are  unstable 
and  can  expand  in  size  when  passed 
from  mother  to  child.  If  the  premuta- 
tion expands  to  the  size  of  a full  muta- 
tion, the  FMR-1  gene  “turns  off”  and 
does  not  work  properly.  Of  Ute 
females  who  cany  a fragile  X muta- 
tion, app.roximately  33  percent  will 
show  some  symptoms;  in  males  wiU\ 
the  mutation  gene,  roughly  80  percent 


will  have  some  degree  of  learning  and 
behavioral  problems. 

Common  physical  characteristics  of 
fia^e  X syndrome  may  include  a 
long,  narrow  face;  prominent  fore- 
head; prominent,  square  chin;  latge 
ears;  a flattened  nasal  bridge;  a high, 
arched  palate  (roof  of  mouth);  a lelar 
tively  latge  head  and  large  testicles. 
These  facial  features  tend  to  be  more 
noticeable  in  adults  than  in  children, 
and  in  males  more  often  than  females. 
Many  children  with  fragile  X who  are 
younger  than  sbc  do  not  differ  greatly 
in  appearance  from  other  childrert 

Males  with  firagile  X syndrome  usual- 
ly have  mental  retardation  varying  fiom 
mild  to  severe,  with  the  msuoiity  of 
affected  males  within  the  moderate 
range  of  intellectual  disability.  TTie  vast 
msyoiity  of  individuals  with  fragile  X, 
especially  males,  will  have  developmen- 
tal delays  (most  conunonly  speech 
delays),  poor  gross  motor  coordination 
and,  sometimes,  autisticTike  behavior. 

Your  son  may  have  some  or  all  of 
these  characteristics  to  a varying 
degree,  but  a definitive  diagnosis  of 
firagile  X syndrome  can  only  be  made 
by  more  sophisticated  genetic  testing, 
specifically  “direct  DNA  analysis”  that 
looks  for  the  presence  of  a very 
specific  piece  of  DNA  within  the 
FMR-1  gene.  It  is  very  possible  that  the 
routine  chromosome  tests  already 
done  on  your  son  (sometimes  called 
cytogenetic  testing)  might  not  detect 
firagile  X syndrome.  Dir^ect  DNA  analy- 
sis is  done  with  a small  sample  of 
blood  sent  to  a lab  that  has  expertise 
in  this  area  of  genetic  testing. 

I certainly  agree  that  your  son 
should  not  have  any  unnecessary  test- 
ing. However;  if  he  does  have  some 
typical  physical  features  and/or  behav- 
ioral characteristics  of  fragile  X syn- 
drome and  the  cause*  of  his  mental 
retaniation  is  not.  yet  known,  even  with 
the  negative  family  history,  I believe  it 
would  be  worthwhile  to  have  a t‘orn- 
prehensKe  genetic  evaluation  and 


at^rqpriate  DNA  testing  done.  When  a 
definitive  diagnosis  is  obtained,  it  is  eas- 
ier to  plan  for  a child’s  ftrture,  design 
appropriate  educational  programs  and 
find  parental  si?)port  groups.  The  blood 
test  should  not  be  very  painfiil,  howev- 
er, the  cost  may  be  significant 
No  medication  or  other  treatment 
has  been  shown  to  be  absolutely  effec- 
tive for  individuals  with  fiagile  X syn- 
drome. Folic  acid  supplementation  has 
been  tried,  but  I do  not  believe  there  is 
any  clear  evidence  regarding  its  effec- 
tiveness. Speech,  occupational  and 
physical  therapy,  as  well  as  the  most 
appropriate  educational  environment, 
would  be  required  to  assure  your  son’s 
optin.al  development 
For  more  information  about  firagile 
X syndrome  contact  FraXa  Research 
Foundation  (RO.  Box  935,  West 
Newbury,  MA  01985;  508/462-1990; 
e-mail:  firaxa@destek.net)  or  National 
Fragile  X Foundation  (1441  York  St, 
Ste.  215,  Denver,  CO  80206;  80(V688- 
8765, 303/3334369,  fax).  EP 
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[CEPnONAL 
PARENT 

Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


' DISABILITY,  GENERAL 


Youk  Child  and 
Health  Case 
A^l)oUars&Sen9e^  Guide  for 
FamitteewUh  Special  Needs 
LR.  Rosenfield,  L.C.S.W.,  Ph.D. 
This  resource  helps  parents 
negotiate  the  maze  of  ftnuncial 
assistance  programs,  organiza- 
tions, and  government  services. 
You  win  be  able  to  seek  services 
and  assistance  confidently  from 
all  sources. 

PB1180D  $29.00 


Count  Us  In 

Growing  Up  with  Down 
Syndrome 

J.  Kingsley  & M.  lEvirz 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB0730S  $9.95 


Sports  and  Recreation 
FOR  THE  Disabled 

SecondEdidon 

M J.  Paciorek  & JA.  Jones 
A book  designed  to  make 
dreams  come  true!  More  than 
60  activities  are  fully  described, 
from  all- terrain  vehicles  to 
wilderness  exjieriences, 
individual  and  team  sports. 
GOlliOD  $32.00 


Planning  for 
THE  FimiRE 

frockUng  a Meaningful  Life 
foraChiid  wUh  a DisabiUiy 
g/ter  your  Dealh 


Mark  Risskm. 

AF0240D  $24.95 


Taking  Charge 

Ooe.xoming  the  Challenges 
of  Long-Term  Illness 
I.POLLIN,  M.S.W.&S.K. 
Golant.MA. 

Designed  to  help  the  chronically 
ill  person  understand  why  youYe 
feeling  the  way  you  do  and  to 
realize  that  your  emotions  are 
normal,  natural  and  predictable. 
Coming  to  terms  with  reality. 
RH1070D  $22.00 


Children  with 
DlSABaTlES 
A Medical  Primer 
M.L.  Batshaw,  M.D.  & 

Y.M.  Perbbit,  MA. 

For  parents  and  professionals. 
Over  200  detailed  illustrations, 
an  extensive  glossaty,  and  a 
section  on  syndromes. 
P60710D  $29.00 
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Meeting  Early 

Intervention 

Challenges 

Issues  from  Birth  to  Three 
Second  Edition 

L.J.  Johnson  ETAL 
Guiding  professionals  and 
parents  through  changes  in 
early  intervention  practice. 

PB095B  $30.00 
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Children  with  Mental 
Retardation 

A Parents*  Guide 
Edited  by  Ro.mayne  Smith 
Guide  to  everything  parents 
need  to  know  about  raising 
their  child  and  meeting  their 
varied  medical,  therapeutic 
and  educational  needs. 
WB007MR  $14.95 


Computer  Resources 
FOR  People  with 
DISABIUTES:  A Guide 
to  Exploring  Today*s 
Assistive  Technology 
The  Alliance  for 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-to-date  answers. 
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The  Complete 
Dkectoby  fob  People 

WITH  DiSABHJTIES 

Edited  by  L.  Mackenzie 
A one-stop  sourcebook  for 
individuals  and  professionals; 
products,  resources,  books 
and  services. 

GH1150D  $120.00 


The  Illustrated 
Dibectory  Of 
DiSABHiTY  Products 
EorrED  BY  M.  Mace 
Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  providing 
customers  with  the  informa- 
tion to  make  the  best  decision. 
TP02G0D  $1Z95 


Special  Parent, 

Special  Child 
Parents  of  Children  With 
DisabmesShat^  Their 
lyialSj  TriumphSj  and 
HarrLWon  Hlsdom 
T.Suluvan 

Inspiration  and  Information 
for  facing  the  challenges  of 
being  a special  parent 

6P1050D  $21.95 


It  Isnt  Fair! 

Siblings  of  Children  with 
DiscUfilities 
EDm:D  BY  S.D.  Ki.kin 
& M.J.  SCHLEIFER 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


The  Worst  Loss 

How  Families  Healjhrm  the 
Death  Of  a Child 

How  do  families  survive 
the  worst  loss?  What  helps 
people  heal?  What  barriers 
are  there  to  healing,  and  what 
will  break  down  those  barri- 
ers? 

MH1020D  $25.00 


EDUCATION 


HP0870D 


$14.95 


Feeling  Fit 

A Professionally  designed 
low  impact,  low  intensity  aerobic 
excercisc  program  for 
individuals  with  developmental 
disabilities. 

0010390  VIDEO  $24.95 


575 


Making  School 
Inclusion  Work 

A Guide  To  Everyday 
Practices 

K Blenk  & D.L.  Fine 
The  excitement  and  the 
challenge  in  true  inclusion 
demands  involvement, 
imagination  and  dedication 
to  insure  its  goals.  This  liook 
Is  peppered  with  suggestions 
for  dealing  with  the  myriad 
of  challenges. 

M.1D4ED  $24.95 


MAZE 


Negotiating  THE 
Special  Education 

MaZEM  Guide  for  Parents 
and  Teachers,  2ndEdition 

Andekson,  CHnu'ooD,  & Hayden 
Easy-to-follow  guide  to  the 
special  education  ^tem, 
demystifies  the  system — 
beginning  with  the  very  first 
evaluation  through  the  design 
ofthelEP. 

WB0190D  $14.95 


' DOWN  SYNDROME 


Teaching  Reading  To 
Children  with  Down 
Syndrome 

A Guide  for  Parents  and 

Teachers 

PIi.OELWHN 

The  (Xily  book  on  this  subject,  it 
describes  a nationally  kn^  read- 
ing program  that  ensures  success 
by  presenting  lessons  which  are 
imaginafive  aid  fuiK;lion^ 
WB120DS  $16.95 


Communication  Skills 
IN  Children  with  Down 
Syndrome 

A Guide  for  Parents 
Libby  Kumin 

Parents  learn  how  communi- 
cation skills  progress  from 
Infancy  through  the  early 
teenage  years. 

WB031DS  $14.95 


INJURY 


Head  Injury  And 
The  Family 

A life  And  Iking 
Perspective 

A.E.  Dat  Orto  & P.W.  Power 
Focuses  both  on  how  the  fam- 
ily can  adjust  and  surviv('  the 
trauma  related  to  head  injury, 
as  well  as  become  a partner 
in  the  treatment,  rehabilita- 
tion, and  adaptation  process. 
GR1090D  $29.95 


When  Young  Children 
ARE  Injured:  FamiUes 
as  Caregivers  in  Hospitais 
and  at  Home 
J.  HA1.TIWANGEK  & M.  LaSH 
A book  about  the  family’s  role 
in  caregiving  when  a young 
child  is  injured. 

EP085ML  $7.50 

(tnehuUs  shippiruf  charges) 

When  Your  Child  Goes 
TO  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EPOOGML  $7.50 

(iMludentihippinii  charpts) 
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M^YousCbiuib 
Seriously  Injured 
The  EmoUonai  Impact 
on  Famines 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

( Includes  shipping  charges) 


TRAVEL 


ACCESS  Travel  U.S  A 

A Directory  For  People 
WUhDisabmties 
C.H.  Cremona 

You  will  find  names,  addresses, 
phone  numbers,  dimensions, 
quantities  and  descriptive 
information  in  an  easy  to  use 
chart  format. 


CC106TR  $19.95 


Great  American 
Vacations  for  Travelers 

WITH  DiSABDUTIES 
A Fodors  Vacation  Planner 

With  complete  accessibility  infor- 
mation on  hotels, 
lestaurants  and  attractions. 

RH108IR  $ia00 


The  Travelin’ 

Talk  Directory 

The  uldmater  directory  of 
resources  prooiding  assistance 
to  travelers  with  disabilities. 

Includes;  Names,  locations,  tele- 
phone numbers  of  all  800+  mem- 
bers, specific  problems  addressed, 
travel  & tour  agencies,  hotels, 
rental  info , other  organizations. 
RC0760D  $47.50 


CHtfDREN'S  BOOKS 


PricessPooh 
KJUMuldoon, 
iLLusnum)  BY  L.  Shuts 
A sibling  secretly  dubs  her  sis- 
ter ‘Princess  Pooh,’  because  she 
sits  on  her  throne  with  wlieel^ 
and  ^-es  orders,  until  she 
takes  the  wheelchair  out  for  a 
spia  An  honest  look  at  some 
universal  feeling 
AWllOOD  $13,95 


A Cane  in  Her  Hand 

A.B.  IJIOIMELD, 


IUJUBIHAIEDBYE.Mia 
A great  book  to  help  children 
who  are  not  physically  disabled 
understand  those  who  are. 

AWlllBL  $13.95 


Howie  Helps  Himself 
J.  Fassler,  Pictures  by  J.  Lasker 
Designed  to  help  the  child  with  a 
disability  and  the  sibling  identify 
with  some  of  the  joys,  stresses 
and  strains  of  a disability. 
AW112PD  $13,95 


Fm  Deaf  AND  Pi^  Okay 

L Aseltine,  E.  Mueller  & 
N.TArr,PicnjRBBYE 

O0(WCHE2lRY 

How  this  little  boy  copes  with 
the  frustrations  of  deafness  at 
play  and  at  home. 

AW114DF  $11.95 

FM  iHE  Big  SsTER  Now 
M.  IuxBiRAni)B¥G.(>i^ 
How  the  loving  care  of  family 
and  friends  can  influence 
and  benefit  the  quality  of  life 
for  mentally  and  physically 
disabled  children. 

AW113SI  $13.95 


Mail  to:  Exceptional  Parent,  Dept.  EP9506,  RO.  Box  8045,  Brick,  N.J.  08723 
OrcaU(800)  635-1910 
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Mo  oreraaas  reiUme. 


Telephone 

I have  enclosed  my  check  payable  to  Exceptional  Parent  or  charge  to  my:  U Visa  □ Mastercard 

Account  Number: - - Exp.  Date / 


Signature 


1 


VvT 


Circle  #300  to  receive  a brochure  of  the  complete  library 


\ 


SI? 


VjlH  Up  With  Do^ivns: 

A Love  Story 

jjlJl  jy  A Iliis  video  teDs  two  life  stories 
—eventually  b^^ming  one 
story  through  love  and  mar- 
^ i^e.  Through  pictures  and 

the  voices  of  family  mem- 
beis,  we  meet  Layne  Jdinson, 
bom  with  Down  syndrome 
in  1954,  an  era  when  it  was 
not  uncommon  for  doctors 
to  advise  parents,  as  they 
did  Layne’s,  to  *Torget  that  he  was  ever  bom,”  Layne’s 
family  rejected  that  suggestion,  and  the  video  demon- 
strates his  growth  fiom  a curious  toddle  r to  a 
confident,  competent  and  productive  adult,  living  in 
the  community.  Shauna,  bom  in  1964,  also  lived  up  to 
the  high  expectations  of  her  loving  family. 

Obtaining  regular  en^loyment  and  a driverb  license, 
it'aming  to  play  the  piano  and  organ,  marriage  and 
i idependent  living— these  are  just  a few  of  the  mile- 
stones we  see  achieved  in  this  hopeful  video.  Order 
from  Utah  Down  ^drome  Foundation,  Southern 
Utah  Ch^ter,  1035  E.  100  South,  St  George,  UT  84770; 
800-773^7;  $15,  includes  postage.  Proceeds  benefit 
the  Utah  Down  Syndrome  FoundatLoa 


Off  to  College 

The  HEATH  Resource  Center  offers  brochures  and  papers 
about  postsecondary  education  for  students  with 
disabilities: 

• Getting  Ready  Jm'  College:  Advising  Students  vrith 
Limning  Disabilities  offers  information  for  students  and 
student  advisers.  The  paper  discusses  disability  awareness, 
transition  and  assessment,  arranging  for 

special  administration  of  college  entrance  exams  and 
contacting  campus  disability  officials  before  applying. 

• 1995  Financial  Aid  far  Studen  ts  with  Disabili  ties 
provides  information  on  scholarships  and  other  resources. 
The  p£^r  gives  advice  on  filling  out  financial  aid  forms 
and  computing  disability-related  expenses,  and  lists  organi- 
zations providing  scholarships  specifically  for  students 
with  disabilities. 

• The  Americans  with  Disabilities  Act  (ADA):  The  Law 
and  Its  Impact  on  Postsecondary  Education  describes  the 
law  and  the  rights  of  students.  When  requesting  this 
brochure,  ask  also  for  SectUni  504:  The  Law  and  Its 
Impact  on  Postsecondary  Education. 

For  free  single  copies  of  any  of  these  p olications, 
contact  HEATH  Resource  Center,  One  Dupont  Cir.,  Ste. 
800,  Washington,  DC  20036;  (800)  544^3284  (V/TTY),  (202) 
939-9320  (V/TTY). 


Essay  Contest  for  Children 

The  National  Association  for  Medical  Equipment  Services 
(NAMES)  is  conducting  *Thereb  No  Place  Like  Home,”  an 
essay  contest  in  which  children  aged  8-13  can  point  out 
the  benefits  of  home  care  using  home  medical  equipment 
services.  Tb  enter  the  contest,  a child  should  write  a letter 
to  Pres.  Bill  Clinton  on  the  following:  “In  100  words  or 
less,  explain  why  you  are  glad  ho>'»  ie  medical  equipment 
services  or  rehabilitation/assisti^  * technology  allows  you 
or  your  relative  to  be  cared  for  at  home  rahter  than  at  a 
hospital.  Why  do  y^iu  like  it  better?  If  you  are  writing 
about  a relative,  why  do  you  think  he  or  she  likes  it  bet- 
ter?” First  place  state/  regional  wiimers  will  receive  a $100 
savings  bond  and  compete  for  the  national  prize — a $500 
savings  bond  and  two-day  aU-expenses-paid  family  trip  to 
Washington,  DC.  Local  and  national  runners-up  will  also 
receive  prizes. 

Send  essays  to  Deidre  Moore,  Manager  of  Communications, 
NAMES,  625  Slaters  Ln.,  Ste.  200,  Alexandria,  VA  22314- 
1171.  All  entries  must  be  received  by  July  17, 1995.  For 
more  infoimation,  call  (703)  836-6263. 

Support  Groups 

• The  National  Spinal  Cord  Injury  Association  (NSCIA)  has 
started  the  free  In  Touch  With  Kids  (TTWK)  program  to 
help  children  and  youth  under  the  age  of  18  with  spinal 
cord  injuries  connect  with  each  other.  FTWK  members 
receive  NSCIAb  quarterly  newsletter  and  the  Pen  Pal 

Cbtoipg  with  names  and  addresses  of  other  kids 
around  the  world  Contact  NSCIA,  545  Concord  Ave.,  Ste.  29, 
Cambridge,  MA  02138;  (617)  441-8500,  (617)  441-3449  (fax). 

• The  Biliary  Atresia  and  liver  Transplant  Network  provides 
a support  network  for  families  of  children  bom  with 
biliary  atresia  (both  pre-  and  post-liver  transplant).  For 
more  information,  contact  Biliary  Atresia  and  Liver 
Transplant  Network,  3835  Richmond  Ave.,  Staten  Island, 
NY  10306;  e-mail:  OiganTVans@aol.com. 


Help  for  Parents  of  Children  \wth  ADHD 

Understanding  the  ADHD  Child: 
Information  for  Parents  About  Attention 
Deficit  Hyperactivity  Disorder  is  a new 
booklet  available  from  the  American 
Academy  of  Pediatrics  (AAP).  The  booklet 
defines  ADHD,  and  explains  its  symptoms 
and  causes.  The  booklet  also  covers  diag- 
nosis, treatment  and  educational  con- 
cerns. To  order,  send  a self-addressed, 
stamped,  business-size  envelope  to  AAP, 
Dept.  C,  Understanding  the  ADHD  Child, 
P.O.  Box  927,  Elk  Grove  Village,  IL  60009- 
0927;  free. 
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MINI-VAN  RENTALS 


FOR  WHEELCHAIR  & SCOOTER  USERS 


• V0catione 


• Anytime ! 

Don*t  wait  on  taxie  or  public  transportation  - 
Go  When  and  Where  You  Want,  At  The  Moment  You  Want 


CALL  FOR  THE  LOCATION  NEAREST  YOU. 

Wheelers 


Accessible  Vans 


National  Reservations  Center 
1-600-456-1371 


Call  Now  & become  a Wheelers  Dealer! 


Circle  #257 


Unique,  new,  patented  infant 
positioner  which  allows  babies  to  be 
placed  in  a CX)MFOFrrABLE  PRONE 
POSITION  while  making  interaction 
with  their  environment  DESIGNED 
BY  PEDIATRICIANS  for  reducing 
gastro-esophagrai  reflux  and  colic,  it 
also  addresses  basic  early  intervention  issues 
such  as  promoting  alignment  of  the  whole  body,  supporting 
extensor  development  in  prone  and  preventing  abnormal 
posturing.  The  seat  is  alw  reversible  arxt  offers  a rrxxe 
comfortable  reclining  seat  than  traditionai  infent  seats. 


The  Bel,  Baby  Seat  is  portable, 
washable,  and  VERY  AFFORDABLE. 

CALL1-80IKSrr2<IN-1. 

BET1ER  Btby  Anodueli,  me. 

OVanDuyneRoad, 

MourMn  Lata*,  NJ  07046 


Exceptional  Programs 
For 

Exceptionsd  Children. 


^ t St.  Coletta  Schools 
^ we  believe  We  is  what 
Ky  W happens  todojj.  Our 
goal  is  to  provide  the  best 
possible  We  aqmience  for 
your  exceptional  diild. 
Students  here  are  not  only 
preparing  for  tomorrow, 
th^  are  Mng  quahty  Wes 
everyday.  Founded  in  1947, 
St.  Coletta  Schools  offer  a 
wide  range  of  praams  for 
children  with  mild  to  severe 
developmental  disabilities. 
Twelve-month  residential  and 
day  programs  forages  6-22. 


• Extensive  Vocational  IVaining 

• Functional  Academics 

• Community  Skills  Training 

• Daily  Living  & Social  Skills 

• Adapted  Phys.  Ed.  & Recreation 
Activity  Program 

• Special  Olympics 

• Behavior  Management 

• Physical  & Occupational  Therapy 

• Speech  Therapy 

• Music,  Art  & Computers 

• Prader-Willi  Program 


CardSnal  Ctishii^  Scfaocd  £ Tralni^ 

400  Washington  Street,  Hanover,  MA  02339 

Braiatree  St  (Metta  Dagi  Sdiord 

85  Washington  Street,  Braintree,  MA  02184 


St.  Coletta*s 


OF  MASSACHUSETTS 

John  W.  Shyne,  Jr.,  President 


Contact:  b^Goyuk 
Tel:(6ig82fr«71 
Fax:(617)  826^74 

Sponsored  by 

The  Slaters  of  St  Frands  of  Asstsiof  ^lilwaukee,  WI 


Circle  #162 


Absolutely  No  Rinsing  Required 

Just  Apply  Massage  Towel  Dry  Comb  & Style 


Less  than  5 minutes  for  a cleansing  shampoo 

No*flinse®  Body  Bath 

Less  than  W minutes  for  a 
refreshing  bath 


No  longer  is  bathing  an  ordeal 


Truly  Out  of 
This  World! 

No'Rinsi* 

Sh.imp<x> 
and  No-Rin.M* 

Body  Bath  an*  usi'd 
by  NASA's  aMronnuts 
on  all  of  tiu'ir  h"paa* 
fli);hts.  and  arc  availabk* 
on  all  fuliiru  misMons. 


77ii*  (ir/xf«u/  hquul,  mthrin^hi}(  hair 
timl  Inuiii  r/riiMst’rs 


For  InfomtaHon 
and  Samples: 

900  E.  Franklin  St.. 
Centerville,  Ohio  45459 
Toll  Free  1-800-223-9348 
FAX  1-513-433-0779 

Made  in  U.S  A 


o 

ERIC 


CIrcIt  *130 
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CIrcl*  «233 


Rhn  taNhict  & Sifiloi 


MractoryofiUhwilitert 


A SPECIAL  SERVICE  FOR 
EXCEPTIONAL  PARENT  READERS! 

This  Reply  Card  enables  you  to  receive 
FREE  information  about  products  and 
services  seen  in  Ex(xpfional  Parent 

How  to  use  this  service: 

1.  Locate  the  number  at  the  bottom  of 
each  ad  or  refer  to  the  Directory  of 
Advertisers. 

Z Drcfe  the  numbers  on  the  Reply  Card 
that  oonespond  to  the  companies  or 
products  which  you  would  like  to 
receive  free  literature. 

X Fill  in  your  name  and  address  on  the 
card  and  mail  the  postage-paid  card. 
You  will  receive  free  literature  from 
each  company  for  which  you  circled  a 
number. 

4.  If  both  Reply  Cards  have  been  removed 
from  this  issue,  just  cail  or  write  to  the 
companies  directfy. 

Be  sure  to  tell  them  you  saw  their  ad  in 
Exceptional  Parent! 


SubtCfi|Mtoiis 

EXCamCMALPARBIT 
P.a  BOX  3000. 

D0Mli£.NJ  07834 
(800)247*80e0 

New  subscriptions  only 
(800)562>1973  OuftomerRcnicr. 

US.  only.  For  international  customrar 
service,  call  201w48D«B71 

Exceptional  Parent  magazirie  has  accepted 
product  and  service  advertising  since 
1973  because  advertising  ptovides 
important  information  for  consumers.  The 
acceptance  of  advertising  in  Exceptional 
Parent  does  not  constitute  nor  imply 
endorsement  by  Exceptional  Parent 
ma^ne,  its  editors  or  its  Editorial 
Advisory  Board.  Readers  need  to  consult 
with  busted  clinicians  to  determine  the 
appropriateness  of  products  or  services 
for  their  specific  needs. 

EDITORIAL  MTORIIATtON:  Contact 
Dr.  Stanley  Klein.  Exceptional  Parent. 

209  Harvard  Sheet,  Suite  303. 

Brookline  MA  02146*5005.  Return 
postage  must  accompany  ail  manusenpts. 
drawings  and  photographs  submitted. 
Publisher  assumes  no  responsibility  for 
unsolidted  material. 

PHOTOCOPYING:  Nothing  may  be 
reprinted  in  whole  or  in  part  without  written 
permission  from  the  publisher. 

Authorization  to  photocopy  items  for 
internal  or  personal  use.  or  the  internal  or 
personal  use  of  specific  clients,  is  granted 
by  Psy*Ed  Corporation  for  users  registered 
with  the  Copyi^ht  Clearance  Center  (CCC) 
Transactional  Reporting  Service,  provided 
that  the  base  lee  of  $1  per  copy,  plus  $.50 
per  page  is  paid  directly  to  CCC.  27 
Congress  St..  Salem,  MA  01970. 

For  the  organizations  that  have  been 
granted  a photo  copy  license  by  CCC,  a 
separate  system  of  paymeni  has  been 
arranged.  The  fee  code  for  users  of  the 
Transactkxia)  Reporting  Service  is: 

0046  9157/89/$1.00  t .50. 

MiCROnJII:  Microlilms  of  all  issues  are 
available  from  Unrversity  Microfilms. 

300  North  Zeeb  Road, 

Ann  Arbor.  Ml  48106 
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219  A & D PRODUCTS,  INC 12 

253  ACADEMIC  SOFTWARE,  INC 54 

103  ACCESSABLE  ENVIRONMENTS  52 

225  ALLY  CAT  BICYCLES,  INC 52 

223  AMBUCS  RESOURCE  CENTER 129 

248  AMERICAN  PUBLISHING  41 

205  AMIGO  MOBILITY 70 

APPLE  COMPUTER  15 

230  AQUATIC  ACCESS  INC 62 

118  AQUATIC  THERAPY  80 

75  ARC/OTSEGO 84 

62  ASSOC.  FOR  BIRTH  DEFECT  CHILDREN  . .37 

1 1 1 BALL  DYNAMICS  INTL  INC 98 

240  BANCROFT 66 

39  BARRIER  FREE  LIFTS  114 

231  BEATRICE  M.  BRANTMAN,  INC 88 

1 0 BERKSHIRE  MEADOWS 61 

232  BETHPHAGE  MISSION 112 

233  BETTER  BABY  PRODUCTS  INC 121 

112  BRAUN  CORPORATION 49 

113  BRAUN  CORPORATION 47 

227  BROWN  ENGINEERING  CORP.  66 

228  C & V CARING  FRIENDS  INC 70 

234  CARE  ELECTRONICS 97 

38  CHILD  QUEST,  INC 72 

11  CHILDREN'S  SPECIALIZED  HOSPITAL 98 

146  CHRYSLER  CORPORATION 11 

180  CURKE  HEALTHCARE  PRODUCTS,  INC.  . .54 
150  COLUMBIA  MEDICAL 14 

229  CONCEPTS  IN  CONFIDENCE  74 

126  CONVAID  83 

73  CROTCHED  MOUNTAIN  REHAB  73 

119  CROW  RIVER  INDUSTRIES 23 

74  CUMBERUND  HOSPITAL  69 

182  DANMAR  PRODUCTS  72 

107  DEVEREUX  FOUNDATION 40 

105  DIESTCO  MANUFACTURING 54 

254  DISABLED  CHILDREN  RELIEF  FUND  64 

141  DON  JOHNSTON  126 

250  E-ZON  PRODUCTS,  INC 29 

255  EDVANTAGE  MEDIA 112 

EPILEPSY  FOUNDATION  OF  AMERICA 90 

123  EQUIPMENT  SHOP  84 

31  ESTATE  PLANNING  51 

207  EVEREST  & JENNINGS  36 

106  EVERGREEN  CENTER,  INC 62 

EXPOCON  MANAGEMENT  ASSOC.,  INC.  .111 

156  EXPRESS  MEDICAL  SUPPLY 130 

132  FLAGHOUSE  54 

135  FORD  13 

168  FREEDOM  DESIGNS  46 

GENERAL  MOTORS 75 

243  GOSHEN  ENTERPRISES 24 

235  HANDI-MOVE 99 

44  HARD  MANUFACTURING 62 

166  HAVERICH  ORTHO  SPORT  74 

14  HDIS 25 

185  HEALTH  HILL  HOSP.  FOR  CHILDREN  8 

3 HEARTSPRING 65 

77  HMS  SCHOOL  80 

101  HOMECARE  PRODUCTS 94 

236  1-2  KIDS  CLOTHES 62 

26  JA  PRESTON C4 

110  INNOVATIVE  PRODUCTS 112 

244  INTER-MED  114 

147  JAY  MEDICAL 3 

245  JEREMY  P.TARCHER 6 

176  JESANA  82 


241  JOHN  WILEY  & SONS  85 

140  JUSTTWO  BIKES,  INC 108 

KALEIDOSCOPE 113 

70  KENNEDY  KRIEGER 83 

48  KEYSTONE  CITY  RESIDENCE 78 

98  KID-KART/KID  CARE  38 

133  KIMBERLY-CLARK 31.32,33,34 

163  L.C.  TECHNOLOGIES  99 

45  UUREATE  LEARNING  58,59 

117  LUBIDET  USA,  INC 22 

1 M.J.  MARKELL  SHOE  CO 67 

78  MARTHA  LLOYD  COMM.SERVICES 71 

131  MARYUND  INSURANCE  GROUP  7 

131  MARYLAND  INSURANCE  GROUP 16-21 

93  MED  GROUP  53 

242  MEDICAL  JOURNAL  RESEARCH 109 

N.O.R.D.(NATL  ORGANIZATION 

OF  RARE  DISORDERS)  103 

237  NATL  ASSOC.  OF  PRIVATE  SCHOOLS 

FOR  EXC.  CHILD 100 

76  NEW  ENGUND  CTR  FOR  AUTISM 44 

21  NEW  ENGLAND  VILLAGES 102 

139  NR  LABS,  INC 121 

184  ORALGIENE 81 

256  OTICON,  INC 42 

186  PERMOBIL,  INC 30 

256  PHONIC  EAR  42 

12  PLUM  ENTERPRISES 5 

89  RINCIPLE  BUSINESS 

ENTERPRISES,  INC 22 

246  PUREFLITE  GEAR  24 

251  Q’STRAINT 77 

63  RACING  STROLLERS 82 

249  REDMAN  128 

REPRISE  CORP. 26 

85  RICON  CORPORATION  35 

41  RIFTON,  INC 27 

171  ROCK  'N  ROLL  CYCLES 79 

47  ROLEEZ  WHEEL  SYSTEM  108 

238  SEATCASE 100 

224  SENNHEISER 28 

161  SENTIENT  SYSTEMS  TECHNOLOGY C2 

130  SPECIAL  DESIGN 109 

SPECIAL  OLYMPICS  INTERNATIONAL 89 

162  ST  Coletta  Of  (MA) 121 

17  ST.  JOSEPH’S  HOSPITAL 

& MEDICAL  CENTER 39 

4 STEWART  HOME  SCHOOL  102 

121  TEMASEK  TELEPHONE 95 

40  TIGER  COMMUNICATIONS  88 

19  TMI  45 

20  TMI 97 

252  TMI 95 

218  TOP  END  BY  ACTION 6 

160  TOYS  FOR  SPECIAL  CHILDREN  91 

TRIAID  97 

46  TRIAID  95 

33  VAIL  PRODUCTS  127 

102  VANTAGE  MINI  VANS C3 

247  VIEWPOINT  MANUFACTURING,  INC 50 

108  VOORHEES  PEDIATRIC  FACILITY  97 

215  WHEELCHAIR  GETAWAYS 88 

267  WHEELERS  121 

91  WILLOW  RIVER  FARMS 78 

72  WOODBURY  PRODUCTS  . 95 

249  WOODBURY  PRODUCTS 55 
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June  1995 


Please  answertlie  following  Questions. 

A.  Are  you  a subscriber  to  Exceptional  Parent? 

D Yes  LI  No  (If  no,  please  see  the  subscription  card  in  this  issue.) 


Name 


Free  prorlect  S sen/ice  inlomialion  order  card* 

FAX  this  card  to  413-637-4343  for  Quicker  response 

C.  ,^ie  you  a HEALTH  CARE  PROFESSIONAL  involved  in  the  care  of  children  or  young 
adults  with  disahiliiies  or  special  health  care  rieeds'^  LJ  Yes  □ No 

II  Yes.  □ Physician  □ RN  □ Physical  Therapist 

are  you  a □ Occupational  Therapist  □ Speeds  Pathologist:  Audiologist 

□ Othei  (please  indicate')  


Facility  _ 
Address 


D.  Are  you  an  EDUCATOR'?  □ Yes  □ No 

If  Yes,  □ Special  Ed  Teacher  □ Regular  Ed  Teacher  LjAamin/Dir 
are  you  a'  □ Other  (please  indicate) 


City State Zip 

Phone Fax 


E.  Do  you  buy  or  influence  the  purchase  or  products  or  services  for  the  caie  or  devel- 
cpment  of  childien  ivith  disabilities'?  □ Yes  LC  No 

If  yes.  please  explain 


B.  ke  you  the  PARENT  or  MEMBER  OF  THE  FAMILY  of  a child  oi  young  adult  with  a 
disability  or  special  health  care  need'?  □ Yes  □ No 


F.  Have  you  ever  bought  or  recommended  a pioduct  oi  service  you  saw 
advertised  in  Exceptional  Paienf?  n Yes  r j No 
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•ORClf  NUMBBtS:  To  obtain  FREE  information  about  those  products  or  services  that  interest  you.  please  circle  the  number  that  appears  on  the  advertisement 
Expiration  date:  September  30. 1995. 
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Please  answertlie  tollowing  Questions. 

A.  Are  you  a subscriber  to  Exceptional  Parent? 

( .1  Yes  LI  No  (If  no,  please  see  the  subscription  card  in  this  issue.) 


Name 


Facility . 


Address 


City. 


. State. 


.Zip. 


Phone. 


. Fax 


B.  Am  ynii  \\v  PARf-NI  or  MEMBER  OF  THE  FAMILY  of  a r'nld  Of  voung  adult  with  a 
(hxihilitv  or  special  health  cair*  nofjd'?  ! 1 Yes  i ; fJu  . . ^ 


*^0(l 


Free  praducl  S service  inFormation  orUer  card* 

FAX  this  card  to  413-637-4343  lor  Quicker  response 

C.  Are  you  a HEALTH  CARE  PROFESSIONAL  involved  m the  caie  of  children  or  young 
adults  with  disabilities  or  special  health  care  needs'?  □ Yes  □ No 

If  Yes.  □ Physician  □ RN  U Physical  Therapist 

aie  you  a n Occupational  Therapist  []  Speech  Pathologist:  Audiologist 

LI  Other  (please  indicate) 

D.  Are  you  an  EDUCATOR'?  CJ  Yes  □ No 

If  Yes,  G Special  Ed  Teacher  L j Regular  Ed  Teaclier  □ Adrnin/Dir 

are  you  a-  D Othc.  (please  indicate) 

E.  Do  you  buy  or  influence  the  purchase  of  pioducts  or  seivces  tor  the  care  or  devel- 
opment of  childien  wiUi  disttbilities'?  L.i  Yes  U No 

I!  yes.  please  explain 


F.  Have  you  evei  noughi  oi  mcommended  a product  oi  spivico  you  TxIW 
adv(’ilised  in  E^cvnticnai  HucnP  F ; Yes  fl  No 
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SELF-FEEDING 
PLATES 

I The  Inner-Lip  Plate  and 
the  Round-Up  Plate  help 
children  feed  theniselves 
by  preventing  food  from 
sliding  off  the  plate.  Elach 
plate  includes  three  legs  and  suction  cups 
that  raise  it  one-quarter  inch  off  the  table,  and  when  moist- 
ened, secure  the  plate  to  virtually  any  surface.  The  Inner-lip 
Plate  features  a wide  rim  around  the  plate’s  circumference, 
while  the  Round-Up  Plate  has  a narrow  rim  on  one  side  and 
a wider  rim  on  the  other. 

Maddak,  Inc.,  Pequannock,  NJ  07440-1993 
Circle  « 195 


EASY  ACCESS 
SHOWER  STALL 

The  Easy  Access  Shower 
Stall  provides  a roll-in 
wheelchair-accessible 
shower  stall  in  the  space 
of  a standard  bathtub. 

The  design  offers  tool- 
free  installation.  Available  in  four-  or  seven-piece  units,  each 
piece  locks  in  position  as  it  is  set  in  place.  The  leak-proof 
seams  require  no  caulking.  A variety  of  cobrs  and  accessory 
packages  are  available. 

SafeTek  International,  Inc.,  West  Melbourne,  FL  32901 
Circle  # 198 


LEISTECH 

POSITIONING  CHAIR 

This  chair  provides  correct  ortho- 
pedic support  A single  mechanism 
allows  easy  tilt  in  space  and  the 
height  can  be  ac^usted  for  dinner 
table  or  classroom  desk  use. 
Features  ac^ust  without  tools  to 
easily  accommodate  growth  and 
special  needs.  Custom  sizes  and 
modifications  available. 

Adaptive  Design  Labs,  West 
Orange,  NJ  07052 

Circle  # 196 


Convaid  Products,  Inc., 


METRO  BASIC  BUGGY 

The  Metro  Basic  Buggy 
(Model  3M)  is  a stroller  that 
provides  basic  transportation 
for  children  ages  5 to  12  or 
weighing  up  to  125  pounds. 
The  buggy  features  a light- 
weight aluminum-and- 
flexible-steel  folding  frame. 

A sling  seat  with  an  integrated 
trunk  stabilizer  provides 
proper  seating  and  positioning. 
Equipped  with  toggle  brakes 
for  .safety. 

inch  Palos  Verdes,  CA  90274 

e«l97 


WUMBRELLA 

The  Wumbrella  (Wheelchair  Umbrella)  eliminates  the 
need  for  hats  and  unwieldy  hand-held  umbrellas.  The 
removable  convertible  canopy  mounts  on  the  handle- 
bars of  most  wheelchairs 


Circle 


using  Velcro  and  does  not 
interfere  with  regular 
wheelchau'  use.  When  not 
in  use,  the  do^4ce  collapses 
below  the  hmidlebars  or 
can  be  removed  for  stor- 
age. Available  in  a variety 
of  colors. 

Osprey  Eitgineering, 
Winchester,  ^L\  01890 
199 


BIG-HUG  & LITTLE-HUG 
VERTICAL  STANDER 

Both  of  these  standers  feature 
height-ac(justable  chest  and  pelvic 
str^s  and  knee  pads  and  foot 
restraints.  The  reversible  fiames 
allow  children  to  be  fitted  fi'om  tlie 
front  or  rear.  The  frame  detaches 
from  the  baseboard  for  transport 
and  storage.  The  Big-Hug  accom- 
modates children  who  are  40  to  52 
inches  tall,  while  the  Little-Hug  fits 
children  from  30  to  42  inches. 

Tbmble  Forms,  Jackson,  MI  49204-0089 
Circle  # 200 


o 


The  ABLEDATA  database  of  assistive  technology  and  rehabilitation  equipment  contains  infoimaticm  on  more  than 
20,(XX)products  for  persons  of  ail  ages  who  have  a physical^  cognitive  orsetisoiy  disability.  Products  are  chosen  for 
this  page  by  the  ABLEDATA  staff  based  on  their  specific  applicability  to  or  design  for  children  ivith  disabilities.  The 
circle  numbers  are  to  be  used  on  Exceptional  Parent*s  **Piee  Product  & Information  Caid.  ''Readers  can  circle  a 
number  on  this  issue's  card  (page  125)  to  receive  more  information  on  any  new  prodwt  featured  above.  Please 
allow  three  to  four  weeks  for  delivery  of  the  irformation. 

For  more  information  on  assistive  devicesy  or  to  submit  prodttci  htformationfor  the  database  (and  possible 
inclusion  on  this  page)y  contact  ABLEDATAy  8U55  ColesvUle  Rd.y  Ste.  9J5,  SUve)'  Spnngy  MD  20910-3819^ 

(800)  227-0216  (V/TTY)y  (301)  588-9284  (V/TTY)  or  (301)  587-1967  (fax). 
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Talking  Calculator  with 
Extra-Large  Buttons  & 
Bpeclal  Needs  Features 


for  Macintosh^  computers 

To  order,  call 

1:800-999-4600 

iOO 


A Pon  Johnston  Switch- Able  Program 

rtad'j.  Also  ready  for  touch 
icccn.  re^-jiar/fllternate  keyboard  or  wcu*e 
input  dfvcfS  Ful'y  ^ccesfiibie  P.e;r*^* 

System  requirements;  Macintosh  LC  or 
higher.  System  7 or  higher. 
256-color  monitor,  hard  drive, 

I MB  RAM  for  this  program. 

Complete  catalog  also  available 


DON  JOHNSTON 

l(KK)N  Rand  Rd  Bldg  11.5 
K)  Box  6^9 

Wauconda  lLf>00H4USA 
708.526.2682  usAtaohM 
708  526.4177  lAX 


The  Special  Parents  Project 

A survival  guide  for  new  parents 


by  Bruce  Robinson  and  Loma  Catford 


DISCOVER  POTENTIAL... 
EXPERIENCE  SUCCESS 

Clrcl«#141 

o 

ERJCt  ♦ EXCEPTIOHU  PHREHT  / JUNE  1995 


The  birth  of  our  twoyearold  daugh- 
ter, Naomi,  inspired  the  creation  of 
the  Special  Parents  Project  Her 
condition — an  undiagnosed  neuromus- 
cular disorder  and  profound  develop- 
mental delay — ^led  us  to  re-examine  our 
professional  priorities  (Dad  is  a writer 
and  Mom  is  a psychother^ist  and  edu- 
cator). Now  we  are  pursuing  our  new 
dream  of  providing  a caring  guide  for 
others  who  unexpectedly  share  our 
abrupt  and  disorienting  journey. 

When  we  were  told,  “Naomi’s  not 
OK,”  we  didn’t  know  wfiere  to  turn. 

We  knew  no  one  in  the  special  needs 
community.  We  didn’t  have  a clue 
about  how  to  deal  with  the  medical 
and  insurance  system,  nor  did  we 
know  any  of  the  resources  that  might 
be  available  to  us.  We  felt  painfully 
alone  with  our  shattered  dreams. 

We  searched  libraries  and  book- 
stores. We  found  bool<s  about  ijpecific 
diagnoses,  but  nothin*?  to  give  ijs  the 
support  we  needed  right  then,  when 
we  were  dealing  with  the  ir  :tial  grief, 
panic,  immobilization  and  disbelief 

Writing  the  book  we 
couldn't  find 

Now,  we  liave  set  out  to  write  the 
book  that  we  couldn’t  find.  The  first 
step  was  the  creation  of  a set  of  ques- 
tions for  other  parents  to  answer 
about  those  difficult  first  months  after 
a child  with  a complicated  medical  sit- 
uation is  bom.  Our  questionnaire 
addresses  subjects  such  as  family  and 
sibling  relationships,  financial  impact 
of  a child’s  disability  and  sources  of 
iTiterpersonal  and  emotional  support 
The  responses  from  this  survey  will 
be  compiled  and  published  in  a “sur- 
vival guide”  for  new  parents,  to  offer 
them  empathy,  support  and  ideas  for 
making  it  through  ihe  pain  and  aeijust- 
ment  of  the  first  year.  A pilot  project 
has  already  l>een  completed  in  associa- 
tion with  California  State  University  at 
Sonoma  We  will  report  on  our  work 
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Bruce  Robinson  and 
Loma  Catford  are 
pictured  here  with 
daughters  Amber,  4, 
and  Naomi,  2. 


and  publish 
excerpto  in  future 
issues  of 
Exceptional 
Paient.  In  con- 
junction with  the  book,  the  Special 
Parents  Project  will  also  establish  a 
support  network  for  parents  and  work 
to  boost  public  and  legislative  aware- 
ness of  disability  issues.  In  addition  to 
your  survey  responses,  we  welcome 
any  referrals  or  ideas  for  funding  our 
project 

As  we  head  into  the  third  year  of 
our  own  special  parenthood,  we  are 
learning  to  balance  the  demands  of 
dual  careers,  the  needs  of  Naomi  and 
big  sister  Amber,  4,  domestic  chores 
and  our  effort  to  extend  care  and  coiv- 
nection  to  the  courageous  and  over- 
whelmed souls  feeling  their  way  along 
this  unplanned  path. 

Your  participation  is  invited 

You  are  invited  to  participate  in  a 
study  of  the  experiences  of  parents 
whose  infants  are  critically  iU  or  have 
otlier  special  needs.  Please  respond 
to  each  question  (see  next  page)  in  as 
much  detail  as  you  wish.  You  may 
answer  just  those  questions  that 
seem  most  important  to  you.  Please 
indicate  the  number  of  each  question 
to  which  you  are  responding. 

You  can  write  or  type  answers  on  a 
separate  sheet  of  paper  or  record  your 
answers  on  a cassette  tape  if  that  is  eas- 
ier than  writing  or  typing.  You  can  also 
send  your  responses  on  a 3.5”  Mac- 
intosh- or  IBM-formatted  computer  disk 
(saved  as  a “text”  or  ASCII  file)  or  by 
e-mail  to  lomacatford@sononiaedu 

• Give  specific  instances  when  possible. 

• Share  tips  that  might  be  helpftil  to 
others. 

• Short  answers  are  fine;  we’d  prefer 
short  answers  to  not  hearing  from 
you  at  all. 

• F'athers  are  especially  encouraged 
to  respond.  KP 


A:  Background 


D:  Relationships 


F:  Heavy  Issues 


1. Your  name,  address,  and  phone  number. 
(Optional)  May  we  use  your  real  names? 

2.  Who  are  the  members  of  your  family  (names, 
ages,  relation  to  you)?  Which  family  members 
have  special  needs? 

B:  Discovery 

3.  How  did  you  first  know  something  was 
wrong? 

4.  What  is  your  child's  diagnosis  or  disability? 

5.  How  were  you  informed?  Who  told  you?  In 
what  setting?  Who  was  there? 

6.  What  were  your  reactions?  What  did  you  feel? 
What  did  you  do?  Were  you  referred  to  any  sup* 
port  services? 

C:  The  Emotional  Roller  Coaster 

7.  How  have  your  feelings  evolved  since  finding 
out  about  your  child's  disability? 

8.  How  have  your  values,  priorities,  world  view  or 
religious  faith  been  affected? 

9.  What  are  your  greatest  fears?  How  do  you 
deal  with  them? 

10.  What  is  the  worst  thing  that  has  happened? 
How  did  you  handle  it? 

1 1 . What  do  you  do  to  take  care  of  yourself? 

12.  What  truths  or  personal  strengths  have  you 
discovered? 


13.  What  has  happened  to  your  relationship 
with  your  mate?  Do  you  have  any  advice  for 
other  couples? 

14.  How  do  you  meet  your  other  children's 
needs?  How  do  they  and  their  ‘‘speclaP  broth* 
er  or  sister  relate? 

15.  In  what  ways  have  grandparents,  other 
family  members  and  friends  been  supportive 
or  problematic? 

16.  If  you  are  a single  parent,  what  are  the 
needs  and  issues  that  are  specific  to  the 
absence  of  a partner? 

1 7.  What  opportunities  have  you  found  for  net- 
working with  other  special  parents?  What  has 
been  most  valuable  or  useful  about  those  con- 
tacts? 


E:  Facing  the  World 

18.  Describe  the  dally  routine  with  your  child. 
What’s  hard?  What's  become  easier?  What 
helps? 

1 9.  How  do  you  get  doctors,  insurance  compa- 
nies, agencies  and  medical  bureaucrats  to 
take  your  concerns  seriously? 

20.  How  has  your  child’s  condition  affected 
your  financial  situation?  Your  work?  How  are 
you  coping? 

21.  Recall  instances  in  which  you  had  to  handle 
strangers’  reactions  to  your  child.  What  did  you 
do? 


22.  Have  you  at  any  time  had  to  deal  with  your 
own  disability  or  serious  Illness  while  caring  for 
your  child?  How  did  you  manage? 

23.  if  you  have  lost  your  child,  what  was  that  like 
for  you?  How  did  you  cope? 

24.  Have  you  considered  placing  your  child  in 
out-of-home  care?  What  has  that  been  like  for 
you? 

G:  Final  Thoughts 

25.  What  books,  publications  or  groups  have 
been  most  helpful  for  you? 

26.  What  ideas  can  you  share  for  dealing  with 
specific  issues  raised  in  earlier  questions? 

27.  What  healing  advice  can  you  give  other  parents 
regarding  picking  up  the  ptec^  of  shattered 
dreams? 

28.  Do  we  have  your  permission  to  use  your  name 
and  the  other  nanies  you  rnention  in  any  published 
materials  based  on  this  survey? 

29.  Would  you  like  to  communicatB  with  other  parents 
as  part  of  a support  network  rotated  to  this  pro^ 


If  you  would  like  to  send  us  copies  of  any  of  your 
aft,  poetry  or  journal  entries  relating  to  your  experi- 
ences with  your  special  child,  we  would  lave  to  see 
them.  Send  them  along  with  your  responses  to  the 
questions  to:  Bruce  Robinson  and  Icvna  Catfdrd 
Ph.D.,  The  Special  Parents  Project,  5954  Van 
Keppel  Rd.,  Fdrestville.  CA  95436,  (707)  887-2154. 
Our  Internet  address  is  kxna.catfbrd®sonom3Ledu. 


FOR  CHILDREN  AND  ADULTS  WHO 
REQUIRE  A RESTRAINED  ENVIRONMENT 

• Reduces  child's  falls  and  Injuries 

• Passively  controls  wandering 

• Helps  maintain  muscle  tone  by  safely 
allowing  freedom  of  movement 

• Minimizes  stress  for  child  and  family 

• Accomodates  child  through  adult  size 

• Has  calming  effect  by  making  child  feel 
more  secure 

• Actually  conditions  child  to  fall  asleep 

• Has  versatile  design  to  allow  for  lines 
from  medical  equipment 

• Has  bedskirt  and  border  to  match  decor 
of  child's  room 

• May  be  used  to  provide  a protected 
perimeter  for  self  abusive  patients 

• Could  be  covered  by  private  Insurance 
or  Medicare 

*OTHER  MODELS  AVAILABLE 


The  Mere  Humane  Way  To  Protect  and  Care  for  Patients  at  Home 


For  More  Information  Call  YAH  PRODUCTS  me.  Toledo,  Ohio 

1-800-23S-VAIL 
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Virginia  M.  Ramsey 

RO.  Box  22  EP  Eastern  Parkway 
Germantown,  NY  12526 
(518)  537-5846  Phone/Fax 
Unisex  camouflage  for  drooling  & 
unpredictable  spills.  Wear  ail  day 
or  mealtime.  Bandanna,  Collar,  Full 
bftiyknit  neck  2/$^  5.  dO2erY$84-90. 


Adrian’e  Closet 

RO.  Box  9930 

Rancho  Santa  Fe.  CA  92067 

(800)831-2577 

Free  catalog  of  fun-to-wear 

adaptive  clothing  & access. 

Available  now. 

Special  Clotlies 

RO.  Box  4220 
Alexandria,  VA  22303 
(703)683-7343 


Disability  BesourceS 


Learning  disAbllHtles  Resources 

RO.  Box  716 
B|7n  Mawr,  PA  19010 
Free  catalog  for  Reading. 
Writing  and  Math  Instructional 
Materials  for  L.D. 

(800)  869-8336 


Equipment  Dealer 


National 


AMERICAN  DISCOUNT  MEDICAL 

FOR  DISCOUNTS  ON  ALL 
YOUR  EQUIPMENT 
NEEDS!  Save  on  Strollers- 
Convaid.  Carrie  Rover;  MacLaren; 
Scooters;  Wheelchairs; 
Tumbleforms;  Walkers; 
Seatirig/Positionjng  Equip.;  and 
Aquatb  Equip,  for  Summer. 

Call  (800)  877-9100  for  FREE 
BROCHURE. 


Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham.  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab.  vSpecializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
nnore  information. 


Missouri 


US  Medical  Corporation 

14575  Manchester  Road 
Manchester,  MO  6301 1 
^800^  40-USMED/(800)  408- 


:qujp./Spmts/Besource  Fair 


Children’s  Hospital 

2924  Brook  Road 
Richmond.  VA  23220 
(804)  321-7474x6759 
Aug  25-Equipment/Resource 
exhibits,  hands-on  workshops. 
Aug  26-For  kids  to  participate  in 
sports  and  hands-on  activities. 


Free  Cataiogs 


Consumer  Cars 
Products,  Inc. 

RO.  Box  684 

Sheboygan,  Wl  53082-0684 
(414)  459-8353 


twcoqtinence 


Aocetf  MotBrnl  Cupp^ 

2006  Crown  Plaza  t)rive 
Columbus,  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs 
(96).  Free  Delivery.  Also — 

Depend.  Serenity,  other  items. 
Manufacturer’s  coupons  accept- 
ed.  Free  Catalog! 

Durailns  Medical  Products 

324  Werner  PO  Box  67 
Leipsic.  OH  45856 
800-654-3376 

Call  DMP  for  all  your  incontinent 
needs  such  as  briefs,  pants, 
pads  and  liners,  as  well  as  skin 
care  products. 

Call  for  FREE  catalog! 

H.D.I.S. 

1215  Dielman  Industrial  Court 
Olivette,  MO  63132 
(800)  538-1036 
See  our  ad  in  this  issue. 


STANDING 

POWER 


Everyone  knows  standing  is  a practical  necessity  I 
The  obvious  benefits  are  improved  circulation, 
lessened  muscle  spasms  & contractions,  improved 
bowel  and  bladder  regularity,  skin  integrity  etc.  The 
problem  is:  how  do  I habitually  implement  this  in 
my  already  demanding  schedule?  At  Redman  we 
believe  we  have  the  answer  in  our  Chief*,  a well 
designed  and  manufactured  power  ch.  ' with  the 
ability  to  power  you  into  a stand  at  you  lunand 
and  priced  for  below  what  you  may  expcc..  Call 
today  for  more  information  or  a demonstration. 

Yes  to  medicare! 

CALL  800-727-6684 

i GROWTH  PACKAGU  AVAILABLE  l-OR  CHILDREN 

Redman  Wheelchairs 
945  H.  Ohio.  Sic.  HA  * Tucson.  AZ  85714 
(520)  294-2621  • FAX  (520)  294-88.16 
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Youth  Incontinence 
Products 


■ Overnight  Pants  with  .Nylon 
Exterior 


24"-44”  waist 

■ Training 
Pants 

Toddler-Adult  XL 


■ 2 Piece  Brief  System 
Toddler-Adult  XL 


QUALITY  CARE 

For  Free  Brochure 
CaU:  1-800-259-3099 


Summers  Laboratories,  inc. 

Ccllegeville.  PA  19426 
(800)  533-SKIN  (7546) 

Triple  Paste^^  for  diaper  rash 
and  chronic  irritation.  Used  at 
leading  children’s  hospitals. 
Available  without  prescription. 
Cali  now  for  free  treatment 
information. 


U.S.  Medical  Corporation 

14575  Manchester  Road 
Manchester,  MO  6301 1 
^00^  40-USMED/  (800)  408- 

Cai:  U.S.  Med  for  free  sample 
Depend  briefs,  undergarments, 
pants  and  diapers. 

Low  prices  and  free  delivery 


YOUTH 
BRIEF  n 
FITS  30 
TO  70  LBS. 

96  FOR 
$39.98 

CALL  24HRS. 
1-800-777-1111 

WOODBURY  PRODUCTS 
INC. 

4410 AUSUH BLVD. tSLAHOFMICHY  tlSSi 


ExcEraoNAi-  Parent’s 

1995  RESOURCE  GUIDE 

Sold  seixtmtd.y  far  $9.95 

Call  800-535-1910 


IT'S  MORE  THAN  JUST  A 

STROLLER 


Its 

Discovering 

Together 

Its 

Sharing  the 
Experience 


Its 

Finding 
Access  to 
the  World! 


Adaptive  Positioning  Hardware 
Backpack,  Extending  Handle,  Climbs  Steps 
Quick  Release  Axles,  Folds  Flat 


nni-ti  liu  - Imh’oU  Ahiskti 


Incontinence*  Urological  • Ostomy 
Skin  Care  ♦ Wound  Care 


FREE  50  page  catalog  featuring 
the  latest  information  and  products. 

•Competitive  prices 
• Heipful  Customer  Service 

Call  800-228-3643 

Today  for  a free  catalog! 

(Mon.  • Fri.  8 AM  to  S PM  Pacific  Time) 

I KgREI^ARCH 

I iSMEDICAI. 

10"(  of  pretax  profits  go  to  medical  research 


Little  Angel  Health 
Network 

PO  Box  644 
Ring  wood,  NJ  07456 
(201)  962-9307 
Searching  For  Medical 
information?  You’ll  find  the 
answer  through  the  Little 
Angel  Health  Network.  Free 
brochure  explaining  how  to 
order  a customized,  confiden- 
tial report  containing  the  latest 
medical  research  on  your 
child’s  condition. 


. , . . Monitoring 
Systems  • ' 


A a H mnniaoonai 

301  E.  Ocean  Blvd.,  #1010 
Long  Beach.  CA  90802 
(310)435-1011 
BeeperKid  child  monitor 
helps  protect  your  child  in 
public.  Instantly  alanms  you 
before  child  can  wander  or 
get  lost. 

Care  Electronics 

5741  Arapahoe  Rd..  Suite  2A 
Boulder.  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  rx)tify 
caregivers  when  their  wan- 
derer leaves  hane.  Locate 
them  up  to  ONE  MILE  away. 
FREE  catalog! 


' Software 


UCtA  Microcomputer  Project 

1000  Veteran  Avenue/ 

Rm  23-10 

Los  Angeles,  CA  90024 
(310)  825-4821 
Catalog  of  dev.  appropriate  soft- 
ware fa  children  w/disab.  1 8 
mths-5  yrs.  Apple.  Mac,  IBM. 
cause/'effect.  game  format,  basic 
preschool  concepts 


“toys  & Hobbles 


TFH  (USA)  LTD. 

4537  Gibsonia  Road 
Gibsonia.  PA  15044 
(412)  444-6400 
FREE  CATALOG!  Fun  and 
achievement  products  for 
Children  with  special  needs. 
Call  01  write  for  more  infor- 
mation. 


Toys.  Books,  and 


Tlie  (kiiveny  to 

291  Y^e  Avenue 
Winnipeg.  MB.  Canada 
OL4  R3M 
(800)  308-2208 
A Toy  company  like  no 
other,  the  personal  ser- 
vices at  Dragonfly  make 
shopping  for  kids  w/  spe- 
cial neeas  a pleasure.  Play 
therapist  on  staff,  toll-free 
ordering  and  delivery  to 
your  door.  Highly  recom- 
mended to  both  parent 
and  professional  + Books 
and  devices. 


I Van  Conversion  Dealers 


Connecf/cuf 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 
floors,  custom  driving 
equipment;  distributors  for 
Mobile  Tech.,  Crow  River 
lifts,  Ricon.  IMS,  EZ  Lock, 
and  EMC  touch  pad  sys- 
tems. 41  yrs.  of  service  to 
the  disabled  community. 
Please  call  for  more  infor- 
mation. NMEDA  member. 

Illinois 

C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conver- 
sions. raised  roof  & doors. 
Braun  lifts  & tie-downs 
installed  by  certified  techni- 
cians. NMEDA  member. 

Indiana 

C & C Ford-Mercury 

5th  S Monroe  Streets 
Sturgis.  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors.  Braun 
lifts  & tie-downs  installed  by 
certified  technicians.  NMEDA 
member. 


SPECIAL  KIDS 
LOVE  OUR 
SPECIAL  EDITION. 


j The  AmTryke,  designed  to  give 

! physically  challenged  children  their 

! first  set  of  wheels,  is  just  one  of 

! many  AMBUCS  achievements. 

j AMBUCS  provides  fun,  innovati\e 

! service  opportunities  for  people  who 

I want  to  help  their  community,  but 

I who  don't  necessarily  have  a lot  of 

spare  time.  By  working  together, 
I AMBUCS  volunteers  make  their  spare 

time  go  a long,  long  way, 

I 

If  you've  always  wanted  to  help 
others,  but  you  could  never  find  the 
time  to  make  a big  commitment, 
I AMBUCS  suggests  you  make  a small 

j commitment  instead.  Call  us  about 

membership  opportunities  or  for  in- 
formation on  our  AmTryke. 


* ^ ^ ^ ^ 

Creatmj  Independence  For  People  With  Disabilities 


CAIL 

1 •800,838, 1845 

8;30am-5pm  KST 
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Express 

Medical  Supply,  Inc. 


Mail  Order 
Medical, 

...  ^ • f. 

Supplies 


♦UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra.  • Urocare  • United 

♦INCONTINENCE 
Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦ WHEELCHAIR 
CUSHIONS 

Roho  • Jay 

♦SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


CaU  for  a Free  Catalog 

800^33-2139 
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Marketplace 


Forward  Motions 

21 4 Valley  Stieet,  Dayton, 

OH  45404 
(513)222-5001 
Full-size/Mini-Van  modifica- 
tions, new/used  lifts,  drop 
floor,  raised  roof,  lockdovins, 
driving  equip.  NMEDA 
member.  Owned  by 
person  with  disability. 

Kentuefe/ 

C & C Foni-Morcury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun 
lifts  & tie-downs  Installed  by 
certified  technicians. 

NMDEfA  member. 

ForwanI  Motions 
214  Valley  Street,  Dayton, 
OH  45404 
(513)222-5001 
Full-size/Mini-Van  modifica- 
tions, new/used  lifts,  drop 
floor,  raised  roof,  lockdowns, 
driving  equip.  NMEDA 
member.  Owned  by 
person  with  disability. 


New  Jersey 

Areola  Mobility 

51  Karo  Road 

Carlstadt,  NJ  07072 

(201)507-8500/ 

(800)ARCOLj^-1 

New-Used-Trade-Lease- 

Buy. 

Full  sized,  mini,  rear  and 
side  entry.  We  carry  prod- 
ucts from  the  following  man- 
ufacturers: Braun,  KneeKar, 
Vantage,  Ricon,  and  Rck-A- 
Lift.  If  we  don’t  have  it,  we’ll 
find  it!  Financing  is  available. 
NMEDA  Member.  Rease 
call  fa  more  info.  

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  nnobillty  cent©; 
raised  tops/doors,  drop 
floors,  custom  driving  equip- 
ment; distributors  fa  Mobile 
lech..  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and 
EMC  touch  pad  systems. 

41  yrs.  of  service  to  the 
dis^led  community.  Rease 
call  for  more  information. 
NMEDA  member. 


New  York 


Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/ 

(800)  ARCOL^-1 

New-Used-Trade-Lease- 

Buy. 

Full  sized,  mini,  rear  and 
side  entry.  We  carry  prod- 
ucts from  the  following  man- 
ufacturers: Braun,  KneeKar, 
Vantage.  Ricon,  and  Rck-A- 
Lift.  ff  we  don’t  have  it,  we’ll 
find  it’  Financing  is  available. 
NMEDA  Member.  Please 
c^l  fa  more  irifo 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 
floors,  custom  drlvirug  equip- 
ment; distributors  for  Mobile 
Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and 
EMC  touch  pad  systems. 

41  yrs.  of  service  to  the  dis- 
able community.  Rease 
call  for  more  information. 
NMEDA  member. 


BOOKS,  AUDIO/VIDEO  & EDUCATIONAt  MATERIAL  ■ v: 


Books  for  Parents  , 
and  Professionals  ' 


&CConsuitairts 

55  Solomon  Hill  Road 
Milford,  CT  06460 
A quick,  easy  to  read  infor- 
mation guide  to  selecting  a 
quality  .group  home  for  a 
Devefopmentally  Disabled 
adult,  written  by  a profes- 
sional with  twenty  years  of 
experience.  It  incluaes  a 
check  list  to  copy  and  use  to 
compare  each  home  you 
visit.  Cost  $15.95. 

Books/  Videotapes  for  par- 
ents and  professionals  on 
developmental  disabilities  & 
genetic  disorders— prenatal 
diagnosis,  respite  care, 
infants  and  children  with 
special  health  care  needs. 
Family-centered  Care,  feed- 
ing & swaibwing  issues 
and  more.  Meyer 
Rehabilitation  Institute, 
Media  Center  University 
of  Nebraska  Medical 
Center,  600  So.  42nd  St., 
P.O.  Box  985450,  Omaha, 
NE  68198-5450,(800)656- 
3937  or  (402)  559-7467, 
e-mail  address: 
jbrunkho@unmc.edu 


Tbrtle  Books 

Approved  b/  the  /Vnerican 
AcadeiTiy  of  Pediatrics.  These 
upbeat  stories  with  warm,  col- 
orful illustrations  address  real 
issues  found  in  the  lives  of  real 
children  with  disabilities. 
Provide  a bridge  of  under- 
standing for  your  children  with 
disabilities,  siblings  & friends. 
FREE  Brochure.  Jason  arxi 
Nordic  Publishers, 

PO  Box  441, 

Hollidaysburg,  PA  16648. 

RAX  (814)  696-4250 


Free— The  1995  Woodbine 
House/Special-Needs 
Collection,  a catalog  of  excel- 
lent books  fa  paints,  chil- 
dren, ard  professionals  on 
autism,  CP,  Down  syndrome, 
Tourette  syndrome,  mental 
retardation,  visual  impairment, 
physical  disabilities,  special 
education,  and  more. 
Woodbine  House, 

6510  Bells  Mill  Road. 
Bethesda.  MD  20817, 
(800)843-7323 


Free— The  NEW  Special 
Needs  Project  Book  Catalog 

The  best  books  fro...  all  publish- 
ers about  disabilities. 
ODmprehensive  resources  fa 
parents,  children  & professionals. 
Special  Needs  Project,  3463 
State  Street,  Santa  Barbara. 

CA  93105, 

(800)  333-6867. 


HOME  TUTOR  VIDEOS 


teach  phonics  skills  in  the 
comfort  and  security  of 
your  home.  K-2nd  grade 
level,  5 tapes.  Perfect  for 
SLD,  Homebound,  others. 
Satisfaction  Guaranteed, 
30  day  trial.  $99.95 
Special.  Leave  message: 
(800)  741  -0226 


587 


BLUE  SKY  CYCLE  CARTS 

P.O.  Box  5788  • Bend,  OR  97708  • (503)  383-7109 


Low  profile  insures 
maximum  stability 
Comfortable  cloth- 
covered  bucket  seat 
5'Point  safety  harness 
prevents  slipping 
Sea^s  child  or  adult 
(4'ft.  minimum  height) 
Carries  up  to  200  lb. 
weight 

Large,  e«sy-rolling 
24-ihch  pneumatic  tires 


Ohio 


C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts 
& tie-downs  installed  by  certi- 
fied technicians.  NMEDA 
member. 


Tennessee 


C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)332-6696 
New/used  van  conversions, 
raised  roof  & doors.  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMEDA  member. 


Forward  Motions 

214  Valley  Street, 

Dayton.  OH  45404 
(513)  222-5001 
hull-size/Mini-Van  modifica- 
tions, new/used  lifts,  drop 
floor,  raised  roof,  lockdowns, 
driving  equip.  NMEDA  mem- 
ber. (jwned  by  person  with 
disability. 


Pennsylvania 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 
floors,  custom  driving  equip- 
ment; distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  com- 
munity. Please  call  for  more 
information.  NMEDA  member. 


To  place  an  ad, 
contact 

BARBARA  NASDIO 
(201)  680-4874 
or  fax  to: 
(201)  680-8355 


Camp  Huntington 

33ftlYcar 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 

A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

2,  4,  8 vvk.  sessions.  Highly  qualified 
staff.  133rd  year.  Free  brochure. 

Contact:  Bruria  K.  Falik,  Ph  D. 

Camp  Huntington 

56  Bniceville  Road 

High  Falls,  NY  12440 

(914)  687-7840/(914)  679-4903  winter 


O . 

ERIC 


OAK  HILL  SCHOOL 

100  Years  of  Compassion 
Exceptional  people  deserve  excep 
tional  care.  CIB/Oak  Hill  School  enters 
its  second  century  of  compassionate 
care  and  ground-breaking  education 
for  children  and  adults  with  severe 
developmental  disabilities. 

• Residential  living 

• Day  and  vocational  programs 

• Loving,  supportive  environment 

• Dedicated,  highly-qualified  staff 

Cm/OakHill 

120  Holcomb  St. 

Hartford,  CT  06112 
(203)  242-2274 


Private,  501(c)(3) 
Nonprofit  Cmmuntty 


Arboi^Way 
.Sclicx)l  ■/ 


“THEIR  (X)MMUNnY...WrrH  OUR  HELT 
Residential,  day,  and  evening  programs 
and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee^  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 


THE  ARBORWAY  SCHOOL 

A 24  hour  learning  experience 
which  provides  individualized  ser- 
vices for  multihandicapped  stu- 
dents. 

• 1:2  staff  to  student  ratio 

• clinical  consultants  on  staff 

• recreational  and  leisure  activities 

• vocational  training  & on-site  work 

• 12  month  program 

• ages  6 throu^  22 


Contact:  Carolyn  MacRae, 
Executive  Director 
Arborway  School 
147  South  Huntington  Avenue 
Boston,  MA  02130 


“MAXIMIZING  INDmOUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 
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Play  Ball! 

by  Serena  Cucco 

Back  when  I wiis  in  second  grade,  I began  going  to  my  dad’s  coed 
softball  gaines.  It  was  there  tliat  I got.  interested  in  baseball.  Mom 
and  tlie  other  players  gave  me  the  play-by-play  so  I could  follow 
the  game.  Tlie  players  had  high  spirits.  Coach  would  bang  hLs  glove  on  the 
bench  and  yell,  “Defense!  Defense!  Let’s  get  those  outs!”  The  men  would 
yell  and  holler,  especially  if  there  were  controversial  calls.  I even  heard 
some  bad  language  being  uttered  from  their  mouths!  Baseball  seemed 
like  an  exciting  sport 

One  day,  Daddy  called  Mom  from  work  and  said,  “Get  your  sneakers 
on.  We  need  one  more  woman  to  play  tonight  or  else  we  have  to  forfeit.” 

Mom  didn’t  really  want  to  play  because  she 
had  no  experience,  but  she  didn’t  want  the 
team  to  have  to  forfeit,  so  she  got  her  sneak- 
ers on  and  went  to  the  field.  Mommy  wasn’t 


Months  turn: 


A Ithougk  I never  thought 
.iXany  giii  child  of  mine 
vmdd  end  up  being  a spotis 
fanatic,  1 find  myself  livi  ng 
with  a daughter  ivho  can  tell 
you  ivhat  happened  in  the 
fi)^t  game  of  the  NFL  playoffs 
three  years  ago.  Many  people 
are  swprised  to  learn  that 
Smvna  enjoys  'hvatching'* 
sports;  they  aiv  even  moiv 
surprised  that  she  paiiici- 
pates.  Sports  isjtist  another 
area  of  life  in  which  the  gen- 
eml  public  assumes  blind 
people  cannot  be  involved. 

But  ivc  began  learning  a 
valuable  lesson  when  Setvtia 
tvas  just  a baby — that  thete's 
almost  always  a way  to  get  a 
blind  kid  into  the  gamCr 
whethei'  a sports  gome  or  the 
game  of  life-  We  ha  ve  made  it 
a point  to  get  to  kno  w lots  of 
blind  adults,  many  of  tvhom 
hold  jobs  most  people  would 
aiv  impossible  for  a 
blind  ptnson  to  do.  We're 
delermined  to  keep  all  the 
doors  open  for  Serena;  we 
thank  these  adidts  and  the 
National  Fedmvtion  of  the 
Blind  for  inspiring  us  to  do 
Jmt  that. 

— Ca?o/  Castellan 


While  visiting  blind  sports  commentator  Don 
Wardlow  in  July  Serena  met  and  interviewed  Patrick 
Lennon  of  the  New  Britain  Red  Sox.  Serena’s  inter- 
view with  Lennon  was  played  on  the  pregame  show 
and  published  in  USA  Today  Baseball  Weekly 


Batter  up!  Serena  suited  up  last  April  for  a 
game  in  the  Madison  Little  League. 


exactly  the  best  player  the  ball  club  had  ever  seen,  but  her  being  there  allowed  the  team  to 
play  for  the  rest  of  the  season. 

By  now,  tliree-quarters  of  my  family  were  playing  baseball.  My  mom  and  dad  were  playing 
once  a week  and  my  brotlier  was  playing  T-ball  on  Saturday  mornings.  There  was  only  one 
quarter  left  not  playing— me!  I decided  I wanted  to  play  T-ball  too.  I got  ready  by  swinging  my 
Thimder  Bat  25  times  a day. 

The  next  season,  I joined  my  town’s  T-ball  league.  My  brother  and  I were  on  the  same 
team.  I got  a lot  of  good  base  hits.  I ran  the  bases  and  took  the  field  witli  a coach. 

1 started  to  listen  to  professional  bai^ball  on  the  ladio.  My  favorite  team  was — and  still  is — the 
Mets.  (Go  Mets!)  Listening  to  the  games  helped  me  decide  I want  to  become  a sports  announcer 
when  I grow  up.  A spoitswriter  friend  of  our  family  arranged  for  me  to  meet  color  commentator 

Don  Wardlow  at  w'ork  as  the  New  Britain  Red  Sox  

took  on  the  TVenton  Thunder.  It  just  so  happens  that 
Don  Wardlow  is  blind  and  so  am  I!  I spent  an  action- 
packed  day  with  Don,  his  partner  Jim  Lucas  and 
Gizmo  the  Wonder  Dog,  Don’s  guide  dog. 

Nowadays,  my  sport  is  kickball.  I play  every 
day  at  recess  with  the  fifth  and  sixth  graders.  We 
adapt  the  game  by  having  somebody  stop  the  ball 
with  her  foot  in  front  of  my  foot.  Then  I kick.  I 
run  the  bases  and  take  the  field  with  a teammate. 

The  teachers  say  “nice  try”  to  all  the  players,  no 
matter  what  team  they  are  on.  I’m  more  competi- 
tive than  that — I only  root  for  my  own  team! 

Next  yeai*,  I phin  to  play  girl’s  softball  in  the  town 
league.  I’m  looldng  forward  to  a great  season.  EP 

Scmia  Cucco  is  11  yeats  old.  She  Ihcs  in  Madison, 

New  Jetscy  with  her  jxnvnts,  BUI  and  Caixd,  and 
her  ymingci' bwther,  John,  8.  Setvna  is  afotnih- 
gnulerat  Kings  Road  School  in  Madison,  when* 
she  esjMviaUy  enjoys  writing  rnnkshop,  seience, 
spelling,  football  and  wcess. 


The  Children’s  Page  welcomes  contributions  from  children  with  disabilities,  their  siblings  and  their  friends.  Be  creative!  Send  your  stories,  photos  and  artwork  to: 
Cliildrtn*s  Page,  Exceptional  Parent  209  Harvard  Street,  Suite  303,  Brookline,  MA  021 46-5005. 
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NoOhsta(‘lks.  No  Lin^its. 

When  your  family’s  plans  are  as  hi^  as  the  ^reat 
outdoors,  don’t  let  your  minivan  hox  you  in! 

Vantage  Mini  Vans  is  proud  to  introduce  tuir 
new  lino  of  premium  lowered'tloi^r  cons’ersions 
huilt  on  the  oxcitinjz  FoiU>  WlNl\^T\R  minivan. 

Asa  leader  in  our  industry,  Vantage  is  one 
of  the  first  to  offer  the  popular  V/indstar  as  an 
alternative  to  our  existinj^  line  of  tine  C-hrysler 
iuini\  an  con\  ersions.  Just  as  we  N'e  hecn  leaders 
m hnnj^in^  you  the  most  dependable,  top  quality 
conversions  since  our  inceptii>n  in  l'‘)87. 

Your  Vantage  Windstar  lowereddloor 
minivan  is  available  as  either  ^he  popular  and 
economical  TRI-KKru,  with  its  easy-to-use  manual 
fold-out  ramp;  the  SrMMl  !.  with  its  reliable  power 
folding  ramp;  or  as  the  premier  NoRTHSTAK  editii>n, 
with  Us  sleek,  under-the-tloor 
mmp  that  glides  smoothly  out  — 
virtually  hoiw  ''iniwhere!" 


7 iu-  X'uMia.iir  \<M llcvi(n 


Every  Vantage  Windstar  comes  equipped  with  a 
myriad  of  standard  teatures  to  make  your  life  simpler 
and  your  commutes  safer. 

Most  ncUahle  are  the  flexible 
seating  configurations  and 
crash-tested  restraint  system. 
And,  as  with  all  Vantage 
Mini  Vans,  options — like  our 
all  new  4-hutton  key  chain 
remote  control — abound.  In 
addition,  our  optional  sliding 
rear  seat  allows  for  abundant 
searing  and  an  extra  nine 

cubic  feet  storage  in  the  rear  of  the  van — a must 
for  families  on  the  go!  These  are  just  two  of  the  many 
ways  your  Vantage  Mini  Van  can  he  customiz’d  to  fit 
your  actis’c  lifestyle  and  the  needs  of  your  children. 

THK  N1:\V  VANTAUH  WlNhSTAR  ( ONX'FRSIONS. 

Life  offers  no  limits.  Why  let  your  transportation  set 
the  boundaries’  

(800)  348-8267  TOLL  FREE 


|sjj  T“  XK  <3*  E:  l\/l  I fvl  I \X  X\ 

( all  (<kI(I\  (id  a (nv  (wll-i'olnr  ln-<nln<n’.  Wumnal  tk-alcr  nrtwnrk  with  ii'si-dmc  U’/ml.  s imiihihk'. 
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Imagine  an  infant  stander  so  adaptable  it  can 
change  its  appearance  instantly  to  become  a 
stroller  or  even  a highchair.  Tumble  Forms'”,  a 
leader  in  early  intervention  products,  now  intro- 
duces the  Chameleon^“. 

Perfect  for  home  or  school  use,  the  Chameleon 
accommodates  children  from  25  to  37  inches  and 
up  to  50  lbs.  With  this  one  lightweight  unit,  you 
can  create  numerous  vertical,  prone,  and  supine 
positions,  for  sitting,  lying,  or  standing.  The  seat, 
seat  back,  and  foot  support  each  adjust  for  infinite 
possibilities.  Meanwhile,  the  child  s cradled 


against  cushioned  supports  to  ensure  proper  body 
alignment.  You  get  three  versatile  products - 
stander,  stroller  and  highchair- all  for  the  price  of 
one. 

The  Chameleon  features  a removable  tray  to 
allow  easy  transfer  as  well  as  swivel  casters  for 
portability.  Breathable  fabric  covers  are  conve- 
niently removed  for  laundering. 

Leave  it  to  Tumble  Forms  to  change  the  way  you 
view  standers. 


For  more  information,  cali  1-800-631-7277.  In  Canada  call  1-800-665-9200. 
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Ford  Motor  Company  understands  that  a physical 
disability  doesn't  mean  life  can't  be  rewarding.  For 
many,  there’s  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that's  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call.  You’ll 
know  you’ve  arrived  when  your  Ford  or  1 incoln- 
Mercury  dealer  hands  you  a check  tor  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There’s  nothing  for  you  to  send  In ... 
and  there’s  no  waiting  for  your  check! 

You’ll  also  receive  a complimentary^  Ford  Cellular 
Telephone’  and  Roadside  Assistance  ='  lor  the 
duration  of  the  bumper-lo-bumper  limited  warranty. 


Momim  JJL 

MOTORINtffi' 

PROCRAM 

INFORMATION  YOU  NFED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 

■ friendly  toll-free  and  special  ’’TOD”  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a “prescription”  for  your  vehicle’s  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 

Best  of  all,  you  get  Ford  Motor  Company’s  products 

and  services  A Company  where  quality  and  service 

are  always  "Job  IT 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck . . . 
just  call  1-800-952-2248  (for  TDD  users: 
1-800-TBD-0312).  You'll  discover  that  Mobility 
Motoring  is  your  kind  of  revirard! 


Frtf  MoUHy  NUtoriiig  VHmI 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You'll  meet  people  who 
have  learned  that  the  process  is  really  simple.  You’ll 
also  see  how  Ford  products  adapt . . for  versatility, 
convenience  and  just  plain  motoring  tun  Just  ask  tor 
your  free  video  when  you  call  us. 

PROGRAM  PERIOD 

October  1. 1994 -September  30. 1995 

' Custome/  is  responsible  tor  a 12 1 day  minimum  aclivation  on  the 
Fold  Cellular  System.  Some  local  individual  carriers  may  require 
a longer  agreement  as  uvell  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional  to  be  eligible  tor  the 
complimentary  Ford  Cellular  telephone,  the  customer  must  also 
live  in  an  area  covered  by  the  Ford  Cellular  System  at  the  tune  of 
the  purchase  or  tease. 

' Ask  your  deafer  for  a copy  ot  the  limited  mrantyand  complete 
details  ot  the  Roadside  Assistance  Plan.  Vehicles  covered  by  the 
Lincoln  Commitment,  F- Senes  Preterred  Care  or  Red  Carpet 
L ease  plans  have  additional  bene  tits 


A NEW  CAR,  VAN  OR  LIGHT  TRUCK  ...  ADAPTIVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 
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Cover  Deanna  Simon  (led),  20, 
a student  at  The  Connecticut 
Institute  for  the  BlindfOak  Hill 
School,  spends  some  time  with 
her  Mend  Justina  Kleczhowski, 

12,  a student  at  Slade  MicMle 
School,  where  Deanna's  class- 
room is  located. 

At  Oak  Hill,  community  inte- 
gration is  part  of  everyday  life  It 
begins  at  home,  wlKre  students 
live  in  small  residences  loccded  \ 
in  family  neighborhoods  Oppor-  j 
tunities  for  Mendship  and  peer  \ 

interaction  continue  at  school,  | 

because  Oak  Hill’s  educational 
progyams  are  typically  loccded  in 
public  school  settings  and  pro- 
vide numerous  opportunities  for 
shared  activities  Photo:  Roger 
Maynard,  Applied  Photogjraphy, 
Glastonbury,  Connecticut 
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Stanley  D.  Klein.  Ph.D. 


Community  inclusion  begins  with  friendship 

As  they  venture  out  into  neighborhoods  and  communities — participating  in  new 
activities,  trying  to  make  friends — children  and  young  adults  with  disabilities, 

and  their  parents,  learn  a lot  about  taking  risks.  There  are  risks 
when  we  try  to  be  independent;  there  are  also  risks  when  we 
reach  out  to  ask  members  of  the  community  for  assistance. 

As  children  develop,  it  is  natural  that  they  want  to  test  their 
abilities  and  limitations  by  taking  on  new  challenges.  Parents — 
often  recalling  their  own  childhood  struggles  with  similai* 
issues — want  to  encourage  their  children,  but  at  the  same  time, 
find  themselves  constantly  weighing  the  potential  benefits  of  a 
child’s  participation  in  any  new  activity  agadnst  the  risks  of 
pain,  ii\juiy  or  embarrassment.  Parents  seek  the  perfect  balance 
between  protection  and  overprotection. 

In  recent  years,  increased  attention  has  been  paid  to  the  development  of  social 
skills.  Adults  have  come  to  appreciate  the  importance  of  friendships.  Academic 
or  mobility  skills  are  important,  but  loving  relationships  contribute  even  more  to 
a fulfilling  life.  And  participating  in  a community,  with  its  interconnected  net- 
work of  relationships,  is  another  important  part  of  living. 

In  this  issue,  we  are  pleased  to  provide  wonderfiil  examples  of  the  ways  parents 
and  professionals  are  creating  opportunities  for  children  and  young  adults  with 
disabilities  to  make  friendships  and  become  full  participants  in  tlreir  communities. 
The  social  commentators  who  bemoan  the  disappearance  of  community  life 
would  do  well  to  read  the  stories  in  this  issue.  FYom  Maglia,  California,  to  Rock 
Valley,  Iowa,  to  Pottstown,  Penn^sylvania  and  beyond,  these  stories  demonstrate 
that  communities  can  respond  to  the  needs  of  their  members  in  ways  that  are 
supportive  and  meaningful  for  all.  They  also  show  that  the  inclusion  of  young 
people  with  disabilities  and  their  families  enhances  the  life  of  the  community  as 
a whole — after  all,  what  is  “community”  if  not  a place  where  each  person 
benefits  from  and  depends  on  the  participation  and  contributions  of  every  other? 


The  risks  of  controversy 

When  we  published  material  on  facilitated  communication  (FC)  in  our  May  issue,  i 
we  knew  we  risked  upsetting  some  dedicated  readers,  both  parents  and  pi  ofes-  ! 
sionals.  At  the  same  time,  we  felt  we  had  a responsibility  to  present  thoughtful 
perspectives  on  this  topic. 

It  is  clear  that  there  are  different  points  of  view — as  evidenced  by  both  the 
strong  letters  we  received  in  response  to  the  May  issue  and  Dr.  Biklen’s  article  in 
this  issue.  We  are  committed  to  providing  a forum  for  caring  parents  and  profes- 
sionals. That  is  why  Dr,  Biklen’s  ariicle  appears  in  this  issue — despite  the  advice 
of  some  people  who  recommended  that  we  not  publish  it.  I 

For  more  than  40  years,  I have  worked  with  people  witli  disabilities,  their  families  j 
and  professionals.  In  that  time,  I have  had  the  honor  of  meeting  many  wonderful  j 

human  beings.  Virtually  all  were  caring,  comf)assionate  people,  deeply  dedicated  | 

to  children  and  families.  However,  we  have  not  always  agreed  with  each  other  on  j 
all  matters.  And  there  are  times  when,  in  the  heat  of  discussion,  it  can  be  difficult  1 
to  disagree  without  becoming  disagreeable.  | 

I am  saddened  that  some  readers  perceive  our  reporting  on  F(^  as  pitting  parents  | 

against  professionals.  K.rceptiofial  Parent  has  always  been  dt'dicated  to  resp(*ct-  | 

ing  and  supporting  the  expertise  of  parents,  imd  promoting  the  lUM'd  for  parents  ■ 
and  professionals  to  collaborate  respectfully.  We  will  continue  to  publish  infor-  I 
mation  and  opinions  on  FC’  and  other  controversial  subjects,  mid  we  invite  your  j 
participation.  1 
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Columbia  goffers  you  solutions  tbthe  daily  challenges  of 
batiiingr  toileting  and  transporting  your  child  - with  comfort,  safety  and 


You  and  your  child  face  some  tough 
challenges,  but  you're  the  one  who  must 
solve  them  in  the  most  practical  ways. 
Here's  how  we  can  help: 

' • BAt  toileting  time,  our 

Toilet  Supports  fit 
easily  onto  any  toilet; 
remove  easily,  too.  And 
our  Positioning 
Commodes  give 
the  same 
toileting 
support  in  any 
location. 


■ At  bathtime,  our  popular  Wrap- 
Around  Bath  Supports  and  Rwlining 
Chairs  allow  your  child-  and  you-  to 
enjoy  the  bath. 


pounds!  Comfort,  style 
and  adjustability  have 
made  it  the  No.  1 
choice  since  1986. 
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^rdfhArouttd 
Sttppcft 


#200P 
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fflCsfWril  JUCMBVr. 

for  it  cWWdOW 
UU,nptol3^lbt. 


I Poritkming  Commode 
forjtmhrmUttt$ 


■ When  your  child  has  outgrown  that 
infant  car  scat,  you  can  have  peace  of 
mind  knowing  that  the  Columbia  Car 
Scat  has  Jjeen  crash  tested  for  children 
from  20  to  102  lb*.-yet  weighs  only  11 


^ Why  do  diese 
products  work 
so  well? 

Much  thought  and  

care  go  into  the  design  of  each 
Columbia  product.  We  make  each  item 
in  the  right  size  for  your  child,  with  lots 
of  adjustability  for  a custom  fit.  They  are 
made  of  durable  materials,  proven  in 
real  Ufe.  Made  in  the  USA  and  sold  all 
over  the  world,  Columbia  products  are 
leaders  in  all  their  categories. 

Get  all  the  details  from  our  FREE  full 
color  catalog.  "Sharing  the  Caring" 
means  products  that  work! 


lERiC 


cauA-^800-454-6612  today  for  your  free  catalog 

limrm: 


Colur 


►iaVdedical  Mfg.  Corp.,  Dept  D2,  P.O.  Box  633,  Pacific  Palisades,  CA  90272 
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Sharing  Our  Children 
With  the  World 

The  April  1995  issue  of  Exceptional 
Parent  included  an  incredible  series 
of  articles  describing  family  vaca- 
tions er\joyed  by  families  who  have 
children  with  disabilities.  These  sto- 
ries were  uplifting  and  inspiring.  I’m 
sure  they  will  inspire  many — includ- 
ing my  wife  and  I — to  consider  trips 
hitherto  deemed  impossible. 

After  reading  all  these  vacation 
stories,  I came  to  the  last  one,  enti- 
tled “Sharing  The  World  With  Our 
Children.”  Given  the  mood  and 
message  of  all  these  first-hand 
accounts,  I’d  almost  suggest  chang- 
ing that  last  title  to  “Sharing  Our 
Children  With  The  World.”  That  title 
would  better  express  another 
theme  and  accomplishment  of  all 
these  stories — the  effect  on  all  the 
people  who  meet  these  families  on 
their  trips  must  be  very  positive 
and  enlightening.  Thanks  for  a 
great  issue! 

B.R.,  Nciv  Yotii 


I 
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Full  Circle 

I remember  the  first  time  I ever  saw 
a copy  of  Exceptional  Parent,  I was 
just  getting  used  to  the  idea  of  hav- 
ing a baby  with  Down  syndrome, 
but  very  worried  about  what  life 
was  going  to  be  like — for  him  and 
for  me.  And  there,  in  the  library,  on 
the  cover  of  your  magazine  was  the 
picture  of  a smiling  child  with 
Down  syndrome.  At  first,  I couldn’t 
really  look  at  the  child  on  the  cover, 
I just  took  quick  glances.  Every 
week,  I went  to  the  library  to  find 
books  about  mental  retardation  and 
child  development.  Each  time,  I 
looked  just  a little  longer  at  the 
cover  of  the  magazine.  Finally,  I 
took  a big  step — I opened  it! 

It  took  several  more  months 
before  I actually  brought  a copy  of 
Exceptional  Parent  home  and  read 
it.  Now,  five  years  later,  there  is  my 
son  smiling  at  other  new  parents 
from  page  26  of  the  May  issue.  (I’m 
starting  to  cry  as  I type  this.) 

Anyway,  what  I’m  trying  to  say  is 


: thank  you,  thank  you,  thank  yon 
; for  your  work  and  dedication  to 
. serving  parents! 

Barham  Mitchell 
West  Liberty,  Ohio 

1 

I Ennon's  N(m::  Ba  rba  ni  M itchell ’s 
! stO)y  about  her  son,  'Makhig  Tunt- 
I taking  Fun,"  appemvd  within  James 
: McDonald's  article,  'l\mi-taking:  A 
i Giant  Step  To  Communicating" 

: (May  1995j, 

i 

I 

i Facilitated  Communication 

! As  the  parent  of  an  exceptional  young 
i man  who  uses  facilitated  communica- 
: tion  (FC),  I was  dismayed  and  disap- 
I pointed  at  your  supposedly  informa- 
j tional  article  on  the  topic  (“Facilitated 
I Communic*ation:  What  Parents  Should 
j Know,”  May  U)95).  Your  obvious  bias 
j was  so  blatant  I had  difficulty  finishing 
i the  article. 

1 Just  because  you  and  otlier  “pro- 
I fessionals”  don’t  understand  and  can’t 
i accept  a non-traditional  method  of 
! comnumication  doesn’t  give  you  Uie 
continued  on  yatjc  (> 
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Aom  72>  reach  out  to  parents 
Divmn,  of  chilwm  and  young  adults 
" with  disabilities  and  special 


health  care  needs  and  to  the 


pmfesskmals  who  serve  huniiks 
^ To  empower  parents  and 
professionais  by  providing 
practicai  information  and 
emotional  support 


Etimmi  ktmni  l04» 

USA  BLUMBERG,  i.D,,  Corporate 
Attorney,  Aetna,  Hartford,  CT 
T.  BERKY  BRAZELTON,  M,D„  Oinical 
Profestor  Emeritui  of  Pediatrics, 
Harvard  Medical  School,  Boston,  MA 
CHARiENE  BUTLER,  Ed.D,  President, 
American  Academy  for  Cerebral  Palsy 
and  Dcvelopmeidal  Medicine. 

Rosemont,  IL 

FRANCES  P.  CONNOR,  Ed.D,,  Profesm 
Emeriti,  Special  Education,  Columbia 
UnhmrtilyTeadieraColei^  New  Vwfc,  NY 


ALLEN  C.  CROCKER,  M.D.,  Director, 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 
EU  FACTOR,  D.M.D.,  Parent,  President, 
Wheelchair  Motorcycle  Association. 
Brockton,  MA 

MURRAY  FCINGOLD,  M.D.,  Physician- 
in-Chief,  National  Birth  Defects  Center, 
Walttiam,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  A WORLD  OF 
DIFFERENCE  Institute,  Anti*DefamaUoo 
League,  Boston,  MA 
BRUCE  M.  CANS,  M.D.,  President, 
Rehabilitation  Institute  of  Michigan, 
Detroit,  Mt 

SOL  GORDON,  Pfi.D,,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 
STANLEY  I.  GREENSPAN,  M.D„ 
Clinical  Professor  of  Psychiatry  and 
Behavioral  Pediatrics,  George 
Washington  University  Medical  School, 
Washington,  DC 

HERBERT  J.  GROSSMAN,  HS)„ 
Professor  of  Pediatrics,  Neurology,  and 
Psychiater.  Univ.  of  Michigan  Medical 
Center,  Ann  Artwr.MI 
DAVID  HIRSCH,  M.D.,  Phoenix 
PMIatrii's,  Phoeni)^  AZ 


GOODWIN  D.  KATZEN,  Former 
Executive  Director,  Rockland  County 
Center  for  the  Physic^ly  Handicapped, 
Pomona,  NY 

SUSAN  M.  KLEIN,  Ph.D.,  Professor 
of  Special  Education,  School  of 
Education,  Indiana  University, 
Bloomington,  IN 
DINALOEBL,  Ed.D.,OTR, 

Associate  Professor.  Oepartment 
of  Occupational  Therapy.  School 
of  Education,  New  York  University, 

New  York,  NY 

EDWIN  W.  MARTIN,  Ph.D.,  President 
Emeritus,  National  Center  for  Disability 
Services,  Albertson,  NY 
JAMES  MAY,  M.A.,  M.Ed.,  Project 
Director,  National  Fathers'  Network, 
Bellevue.  WA 

JEANB.McGREW,Ph.D., 
Superintendent,  Cdenbrook  School 
District  #225.  Glenview,  11 
EDWARD  NEWMAN,  Hi.D.,  Professor. 
Temple  University  School  of  Social 
Administration,  Philadelphia,  PA 
BETTY  PENDLER,  M.S.,  Fhient, 

Member,  New  York  State  Dmtopmcfrtal 
Disabilities  Fbnning  Coundl,  New  York,  NY 
STEVEN  P.  PERLMAN,  D.D.S^ 
M.Sc.D„  Auistant  Clinical  Professor, 
Boston  Univeraity  School  of  Dentistry. 
Boston.  MA 


HARVEY  PRESSMAN,  President, 
Corporation  for  Opportunity  Expansion, 
Newton,  MA 

SIEGFRIED  M.  PUESCHEL,  M.D., 
Parent,  Prof,  of  Pediatrics,  Brown  Univ. 
School  of  Medicine,  throvidence,  RI 
RICK  RADER,  M.D,,  Director. 

Institute  for  Developmental  Medicine, 
Orange  Grove  Center,  Chattanooga  TN 
PEGGY  MANN  RINEHART,  BA,  Parent. 
Director  of  Communications,  Center  for 
Children  with  Chronic  Illness  and 
Disability.  University  of  Minnesota, 
Minneapolis,  MN 

JEROME  ROSNER,  O.D.,  Professor 
of  Pediatric  Optometry,  University  of 
Houston.  Houston,  TX 
HARILYN  ROUSSO,  A.C.S.W.,  Director. 
Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABUKY,  MX,  Director. 
Child  life  Dept..  Rhode  Island  Hospital. 
Providence.  Rl 

HOWARD  SHANE,  l1i.D„  Director, 
Communications  Enhancement  Center, 
Children's  Hospital.  Boston,  MA 
CAROL  TINGEY,Ph.n.,  Parent. 
Psychologist,  University  of  Utah 
Hospital,  Salt  Uke  City,  UT 
HAROLD  TURNER,  D.D.S., 

Associate  Professor,  Retired.  School  of 
Graduate  Dentistry,  Boston  University, 
Boston,  MA 
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□ Morton-Young,  Tommie— AFTER-SCHOOL  AND  PAR- 
ENT EDUCATION  PROGRAMS  FOR  AT^RlSK  YOUTH 
AND  THEIR  FAMILIES:  A Guide  to  Organizing  and 
Operating  a Community-Based  Center  for  Basic 
Educational  Skills  Reinforcement,  Homework  Assis- 
tance, Cultural  Enrichment,  and  a Parent  Involve- 
ment Focus.  '95,  148  pp.  (7  x 10),  1 il.  Cloth  — 
$37.95,  paper-$22.95. 

□ Williams,  Leslie  A.  & Lucile  S.  Arntzen— A PRACTI- 
CAL APPROACH  TO  RSP:  A Handbook  for  the 
Resource  Specialist  Program,  2nd  Ed.  '94,  120  pp. 
(7  X 10),  2 il.,  4 tables,  $31.95.  $16.95.  paper. 

□ Jones,  Carroll  j.-CASE  STUDIES  OF  EXCEPTIONAL 
STUDENTS:  Handicapped  and  Gifted.  '93,  272  pp. 
(7  X 10),  $53.95.  $31.95,  paper. 

□ Giordano,  Gerald -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  '93,  320 
pp.  (7  X 10),  85  il.,  26  tables,  $59.95  spiral  (paper). 

□ Rakow,  Sue  F.  V.  & Carol  B.  Carpenter— SIGNS  OF 
SHARING:  An  Elementery  Sign  Language  and  Deaf 
Awareness  Curriculum.  '93,  380  pp.  {SVi  x 11),  245 
il.,  $47.95,  spiral  (paper). 

□ Kass,  Corrine  E.  & Clebome  D.  Maddux— A HUMAN 
DEVELOPMENT  VIEW  OF  LEARNING  DISABILI- 
TIES: From  Theory  to  Practice.  '93,  222  pp.  (7  x 
10),  3 il.,  $47.95.  $29.95,  paper. 

□ Jones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x 10), 
$39.95.  $24.95,  paper. 

□ Schwenn,  John  O.,  Anthony  F.  Rotator!  and  Robert 
A.  Fox- UNDERSTANDING  STUDENTS  WITH  HIGH 
INCIDENCE  EXCEPTIONALITIES:  Categorical  and 
Noncategorical  Perspectives.  '91,  272  pp.  (7  x 10), 
4 il  , 15  tables,  $45.95. 

□ Reavis,  Donna - ASSESSING  STUDENTS  WITH 
MULTIPLE  DISABILITIES:  Practical  Guidelines  for 
Practitioners.  '90, 110  pp.  (7  x 10),  13  il.,  $29.95. 
$15.95.  paper. 


□ Michael,  Robert  J.-THE  EDUCATOR'S  GUIDE  TO 
STUDENTS  WITH  EPILEPSY.  '95,  184  pp.  (7  x 10), 

5 il. 

□ Wodarski,  Lois  A.  & John  S.  Wodarski.  — ADOLES- 
CENT SEXUALITY:  A Comprehensive  Peer/Parent 
Curriculum.  '95,  168  pp.  (7  x 10),  3 il.,  $43.95, 
cloth,  $29.95,  paper. 

□ Giblin,  Nan  J.  & BarbaraA.  Bales— FINDING  HELP: 

A Reference  Guide  for  Personal  Concerns.  '95,  224 
pp.  (7  xIO),  $49.95,  cloth,  $29.95,  paper. 

□ Holley,  Shelby-A  PRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  308  pp.,  13  il.,  1 table, 
$61.95.  $34.95.  paper. 

□ Love,  Harold  D.  & Freddie  W.  Litton— TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x 10),  8 il.,  23  tables, 
$51.95.  $30.95,  paper. 

□ Hoffman,  Cheryl  M.  - COMPREHENSIVE  REF- 
ERENCE MANUAL  FOR  SIGNERS  AND  INTER- 
PRETERS. (4th  Ed.)  '94,  314  pp.  (81/2  x 11),  spiral 
(paper).  $41.95. 

□ Perotto,  Aldo  O - ANATOMICAL  GUIDE  FOR  THE 
ELECTROMYOGRAPHER:  The  Limbs  and  Trunk. 
(3rd  Ed.)  '94,  328  pp.  (6V4  x 95/4),  211  il.,  1 table, 
$47.95.  $29.95,  paper. 

□ Welch,  Olga  M - RESEARCH  AND  PRACTICE  IN 
DEAFNESS:  Issues  and  Questions  in  Education, 
Psychology,  artd  Vocational  Service  Provision  (With 
20  well-known  contributors  in  these  areas).  '93, 
326  pp.  (7  X 10),  2 il.,  13  tables,  $61.95. 

$34.95,  paper. 

□ Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
& Cynthia  Branson-THE  STUDENT  WITH  A GE- 
NETIC DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X 10),  32  il.,  8 tables, 
$75.95.  $39.95.  paper. 


□ Downer,  Ann  H. -PHYSICAL  THERAPY  PROCE- 
DURES: Selected  Techniques.  (4th  Ed.)  '88,  336 
pp.,  50  il.,  $35.95. 

□ Rose,  Harriet  Wallace -SOMETHING'S  WRONG 
WITH  MY  CHILD!  A Straightforward  Presentation 
to  Help  Professionals  and  Parents  to  Better  Under- 
stand Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87,  210  pp. 
(7  X 10),  $37.95.  $22.95.  paper. 

□ Smith,  Margaret  M.-IF  BLINDNESS  STRIKES: 
DON'T  STRIKE  OUT:  A Lively  Look  at  Living  with 
a Visual  Impairment.  '84,  316  pp.,  $46.95. 

$29.95e  ptper. 

□ Harley,  Randall  K.  & G.  Allen  Lawrence— VISUAL 
IMPAIRMENT  IN  THE  SCH(X)LS.  (2nd  Ed.)  '84, 
204  pp.,  29  il.,  1 table,  $34.95.  $19.95.  paper. 


□ Anderson,  Frances  E.— ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (65/4  x 95/4), 
113  il.,  19  tables,  $61.95.  $39.95.  paper. 

□ Irons-Reavis,  Donna— EDUCATIONAL  INTERVEN- 
TION FOR  THE  STUDENT  WITH  MULTIPLE  DIS- 
ABILITIES. '92,  140  pp.  (7  X 10),  31  il.,  $32.95. 

□ Harley,  Randall  K.,  Mila  B.  Truan  & LaRhea  D. 

Sanford-COMMUNICATION  SKILLS  FOR  VISU- 
ALLY IMPAIRED  LEARNERS.  '88,  356  pp.  (65/4  x 
95/4),  41  il.,  $55.95.  $33.95.  paper. 

□ Duran,  Elva -TEACHING  THE  MODERATELY  AND 
SEVERELY  HANDICAPPED  STUDENT  AND  AUTISTIC 
ADOLESCENT:  With  Particular  Attention  to  Bilin- 
gual Special  Education.  '88,  250  pp.  (7  x 10),  5 il., 
3 tables,  $47.95.  $29.95.  paper. 


Write,  call  (for  Visa  or  MasterCard)  1-800-258-8980  or  1-217-789-8980  or  FAX  (217)  789-9130 
Books  sent  on  approval  • Complete  catalog  sent  on  request  • Prices  subject  to  change  without  notice 


ERIC 


VOO  South  First  Street  Springfield  • Illinois  • 62794-9265 


Cirett  #25 


598 


Improves  coordination, 
postural  control  and 
muscle  tone. 

Provides  independence. 
Secured  in  center  with 
belt  or  seat. 

Trade-in  policy. 

S.MX 

Covered  by  most 
insurance  companies. 

THE  WATER  WALKER 


* Prone  or  supine  support 

* Contour  lines  that  allow 
use  of  arms  and  legs. 

* Straps  to  secure  person 
on  float. 

* Pillow  for  head  support. 

* S.MX 


AQUATIC  THERAPY  FLOAT 


Contact: 

AQUATIC  THERAPY 

1903  East  B Avenue 
Plainwell,  MI  49080 
(616)  349-9049 


Circle  #118 


Did  I Hear  You  Say  Help? 

□ Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□ Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


y-(* 

National  Christian 
Resourca  Center  on 
n Mental  Retardation 

a serWee  of: 

Bethesda 

LUTHERAN  HOMES 
ANO  BERViCES,  INC. 

700  Hoffman  Dr. 
Watertown,  W1 53094 

A L.  Napolitano 
Executive  Director 

Call  1400-369-INFO 

Then  call  our ' ree  hotline  1-800-369-INFO. 


We  offer: 

• Lists  of  services  in  specified  geographic  areas. 

• Referrals  to  advocacy  and  support  groups. 

• Referrals  to  religious  education  programs. 

• Lists  of  religious  materials. 


Bethesda  offers  workshops  and  resources  to  help 
you  build  parish  ministries  which  fully  include 
persons  with  disabilities  and  their  families.  For 
more  information  call  1-800-369-INFO. 
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coruinupdjwm  page  4 

right  to  condemn  the  process.  The  “reading  and 
research”  you  claim  to  have  done  focused  only  on  the 
negative  aspects  of  FC  presented  by  people  with  another 
agenda 

I don’t  claim  FC  is  a miracle  or  a cure.  But  it  is  a 
means  by  wluch  nonverbal  individuals  can  express  their 
thoughts — not  just  canned  phrases  from  a language 
board.  One  of  the  first  things  my  son  “expressed”  after 
beginning  FC  was  to  thi'ow  his  language  board. 

That  article  only  focused  on  the  negative  situations 
tliat  can  occur  when  people  abuse  an  FC  user.  Abuse 
allegations  are  the  exception  rather  than  the  rule,  but 
they  get  much  more  attention  than  all  the  FC  successes. 
What  about  the  documented  use  of  FC  by  people  who 
now  type  independently?  Why  did  you  ignore  the 
research  done  by  people  like  Doug  Biklen? 

Your  magazine  has  done  a grave  iryustice  to  FC  and 
to  those  people  who,  like  our  son,  can  now  express 
their  thoughts  and  feelings.  As  an  apology  to  their  par- 
ents, you  must  publish  the  research  results  that  show 
the  positive  aspects  of  FC. 

Arm  O.  Reeves 
WatsoYitowriy  Pennsylvania 

M For  “exceptional”  parents,  Uiere  is  nodiing  more  burden- 
some than  false  hope,  and  few  things  more  valuable  than 
reasonable  exi>ectations.  Expectations  establish  the  stan- 
dard upon  which  successes  and  failures  ecce  measured. 
Successes  validate  our  choices  and  our  parenting  skills, 
allowing  us  to  e?q)erience  pride  and  happiness  in  the 
accomplishments  of  our  child  with  disabilities.  In  turn,  we 
are  empowered  to  meet  our  own  needs,  and  the  needs  of 
our  spouses  and  childrea 

The  May  1995  issue  of  Exceptional  Parent  was  most 
exceptional.  Both  editor  and  publisher  should  be  com- 
mended for  their  courage  and  professionalism.  TVuth 
and  honesty  are  the  gi*eatest  gifts  a parent  can  be  given. 

G.  Emerson  Dickmany  III 
Maywoody  New  Jersey 

■ WiUi  the  publication  of  the  article  on  facilitated  com- 
munication, you  have  ceased  to  be  a source  of  valuable, 
unbiased  information  for  parents.  Instead,  you  have 
Joined  the  ranks  of  doctors  who  believe  that  people  with 
developmental  disabilities  can’t  possibly  have  any  intel- 
lectual ability,  pedagogical  teacheis  who  refuse  to  relin- 
quish control,  and  tlie  stifling  system  of  so-called  “coiv 
sumer-oriented”  service  providers. 

After  27  years  of  silence,  my  daiigliter,  Leslie,  using  an 
augmentative  conununication  device  wiUi  the  therapeu- 
tic* U'c  hnique  of  TX’,  can  t(*ll  me  when  she  has  a 
txxrtliac  he  mid  where  and  how  she  wants  to  celebrate  her 
birthday.  She  tells  us  that  she  taught  hei^lf  to  read  by 
age  six  and  exiilains  about  Uie  distortions  in  her  visual 
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perception.  She  can  also  tell  her  tlu*ee- 
year-old  niece,  Sarah,  that  she  loves 
her — ^with  Sarah  doing  the  facilitating. 
Sarah  is  a bright  little  ^rl  but  she  does- 
n’t know  how  to  spell.  Sarah’s  ability  to 
facilitate  with  Leslie  is  one  of  many 
confirmations  I have  had  that  it  is 
Leslie  doing  all  tlie  talking. 

These  are  Leslie’s  words — “We  are 
smart.  We  are  waiting  so  long.  We  are 
getting  tired.  The  system  prevents 
the  person  from  getting  tlie  proper 
equipment.  The  system  is  the  reason 
we  are  not  productive.  The  system  is 
doing  nothing  to  help.” 

Inform  yourself.  Except  lomil 
Parent,  and  look  to  the  positive 
research  that  is  available. 

Baitaw  Lockennan 
Washington,  Pennsylvania 

■ Authors  Karen  Levine  and  Robert 
Wharton  encourage  parents  to  have 
PC  eliminated  from  a child’s  school 
program  when  they  suspect  a facilitator 
may  be  influencing  communication. 

But  rather  tlian  presenting  PC  as 
sometlung  that  either  works  or  doesn’t, 
it  needs  to  be  understood  as  a process 
tliat  requires  ongoing  problem-solving 
and  the  establishment  of  safegiiards. 

Even  if  parents  discover  that  com- 
munication has  been  influenced,  there 
are  potential  solutions  to  that  problem 
that  should  be  tried  before  they  com- 
pletely eliminate  what  may  be  the 
most  valuable  augmentative  conunu- 
nication  system  for  their  child.  In 
addition,  parents  should  be  encour- 
aged to  have  PC  included  in  their 
child’s  lEP  when  it  is  the  child’s  primary 
means  of  conumuucation. 

Betsy  Knafo 
Bwoklyn,  New  Yo)'k 

■I  niaiU<  you  for  your  factual,  objt'ctive 
article  on  R".  As  a regIsteRKi  nurse  and 
case  manager  working  in  tiu'  develop' 
mental  disabilities  field,  I will  not 
ignoR'  lesearch.  It  s(»ems  timt  most  pix>- 
ft'ssionals  ftn'las  1 do,  and  js  now 
ustxl  primaiily  for  persomu  cominuni- 
cjilion  Ix'twt'on  i)aix'nt  mid  c liild.  Tills 
is  pR)lxil)ly  okay.  Motlieis  luid  fathers 


have  always  “verbalized”  their  infants’ 
cries — correctly  interpreting  “you  want 
to  be  changed”  or  “you  are  hungry.” 

Still,  putting  exact  words  in  tlie 
mouths  of  otlieis  is  a scary  concept.  1 
challenge  all  PC  believers:  do  your 
own  investigation — let  a machine  or 
otlier  device  steady  your  child’s  hand. 
Wliat  are  the  results?  Tlie  fact  that  PC 
often  “works”  with  only  one  facilitator 
should  be  a red  flag. 

Just  last  week,  I attended  a confer- 
ence where  a well-known  speaker 
expounded  on  the  virtues  of  PC.  When 
tlie  audience  asked  difficult  questions, 
the  answer  was  always  tlie  same — “Just 
ask  tlie  PC  user  what  he  or  she  wants.” 
Parents  who  use  PC  with  their 
c hildren  need  to  ask  tliemselves  this 
question;  “Wlieii  1 am  no  longer 
around  to  ‘speak’  for  niy  child,  who 
^^dll?”  Will  their  daughter  someday 
“request”  a hysterectomy  because  she 
has  stated  through  PC,  “My  periods 
are  too  painful?”  Tough  situations  like 
this  happen  all  the  time  with  nonverbal 
adults,  many  of  whom  are  car  ed  for 
by  someone  other  tlian  their  parents. 
As  an  advocate,  I always  ask,  “Wlio 
reidly  wants  this,  and  why?” 

Parents  and  professionals  must 
wor  k together  to  protect  all  people 
who  cannot  speak  for  tliemselves,  R' 
has  already  caused  devastation  across 
the  nation.  Blindly  perpetuating  a 
false  theory,  no  matter  how  wonderful 
it  seems  now,  may  come  back  to 
haunt — no,  to  hanii — the  sons  iind 
daughters  we  so  dearly  love. 

Gail  Wolf,  RN/CM 

Rosebnrg,  Oregon 

Tell  us  about... 

...  your  chilcTs  use  of 
technology. 

Write  to:  Rea<l(n's  Talk,  ExcsiriONAi. 
Parsnt,  209  Hartmrd  SL,  Suite  303, 

I Brookline,  MA  02 m,  (017)  730-8742. 

1 (Jnx),  A sampling  of  reader  respomes 

to  this  question  will  appear  in 
afuhtre  issue. 
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For  more  infoniialioii  on  Apple 
products,  contact  us  at  800-600-7808. 

800-7SS-0601  (rnioron  the 
Internet  at  app!e\vds|;C«'e\vorkl.coni. 
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Now  your  child  or  loved  one  can  enjoy  the  fun 
of  a canopy  or  tent-st\ie  bed,  plus  the  protec- 
tion of  a soft,  sturdy  enclosure  that: 

Reduces  falls  and  injuries. 

Controls  wandering. 

Hncourages  more  rehixed  sleep. 
Accommodates  medical  equipment. 

Fits  ail  ages  from  child  to  adult. 

Includes  a removable  bedskirt  and  border 
in  your  choice  of  colors. 

A patented  design,  \'ail  beds  are  frequently 
covered  by  private  and  state-funded  insurance. 
And  they  come  complete  with  mattress, 
enclosure,  manual!}'  adjustable  head  and  foot. 
1-year  warranty;  lifetime  service,  and  easy  stej)- 
by-siep  iissembh'  video. 


day  of  age  as  a result  of  hypoglycemia.  Aimee  has  severe 
mental  retardation.  She  is  nonverbal,  wears  diapers  and 
has  an  uncontrollable  seizure  disorder. 


At  age  three,  Aimee  started  touching  and  rubbing  her 
genital  area.  I brought  this  to  the  attention  of  her  occu- 
pational therapist,  pediatrician  and  neurologist.  They  all 
said  “masturbation"  was  age-appropriate  and  recom- 
mended that  I ignore  it. 

Ignore  it  I did.  For  several  years  it  was  not  a problem, 
then  Aimee  found  out  how  to  get  her  hands  in  her  pants. 
Eventually,  she  began  to  stimulate  herself  enough  to 
cause  a bowel  movement.  She  would  then  smear  herself 
from  head  to  toe.  Her  teacher  called  this  “body  paint- 
ing.” For  a while,  I solved  this  problem  by  dressing  her 
in  one-piece  outfits,  even  making  her  clothes  myself  as 
she  grew  and  it  became  difficult  to  find  one-piece  outfits 
in  her  size. 

Now,  however,  Aimee  has  figured  out  how  to  slip  her 
hand  up  her  pants  leg  to  get  to  her  diaper.  She  has  even 
figurc^d  out  how  to  dig  her  fingers  in  at  the  crotch  on  the 
outside  of  her  pants.  Needless  to  say.  I’ve  had  to  wash  . 
many  clothes,  and  give  many  baths. 

Aimee  does  not  realize  that  this  behavior  is  inappro- 
priate. I have  no  way  to  let  her  know  this  behavior  is 
unacceptable.  I now  hesitate  to  get  babysitters  because 
if  Aimee  does  a whopper  of  a “body  painting”  job,  they 
won’t  come  back. 

Aimee  will  soon  start  summer  camp,  and  I’m  afraid 
there  are  going  to  be  a lot  of  problems,  especially  when 
tlie  kids  go  swimming.  Aimee  has  not  started  menstruating 
yet  and  I can’t  imagine  what  might  happen  when  she  has 
her  period. 

Does  anyone  have  any  ideas  for  breaking  Aimee  of  the 
habit  of  mastiirl)ating  and  “body  painting,”  or  ideas  for 
keeping  her  hands  out  of  her  pants?  Aimee’s  previous 
occupational  therapist,  Debbie,  has  remained  a good 
friend.  Debbie  is  willing  to  help  me  create  something 
that  would  give  us  a better  quality  of  life.  I’m  at  the  end 
of  my  rope  now  and  desperately  need  help. 

K.D.j  Pennsylvania 


For  a FREE  catalog,  call 
1-800-235-VAlL 


THE  WHOLE  FAMILY  SLEEPS  EASIER 
WITH  A VAIL  ENCLOSED  BED 
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Residential  Care 

My  throe-year-old  son  has  been  diagnosed  with  infantile 
spasms,  microcephally,  mental  retardation  and  autism. 

He  liveil  at  home  with  me  until  a few  months  ago.  My 
son’s  disordei^s  caused  extreme  behavioral  problems;  he 
would  scream  for  ten  hours  a day.  I was  constantly 
exhausted  and  felt  I could  not  ciu*e  for  him  any  longer. 
Finally,  I placinl  him  in  a residential  can*  facilily.  I am  so 
hearlbrokc'n  iind  dt'pressed.  I need  to  talk  to  other  parents 
who  have  plat  ed  their  child. 

K.S.,  Ohio 
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Water  Bed? 

My  one-year-old  daughter  has  spastic 
quadriplegic  cerebral  palsy.  Because  of 
her  limited  movement,  I am  concerned 
for  her  comfort  and  often  go  into  her 
room  during  the  niglit  to  turn  her. 
Although  she  sleeps  on  a high-quality 
mattress  with  a lamb’s  wool  cover, 
there  is  always  a dent  in  the  mattress 
in  the  spot  she  has  been  sleeping. 

I am  wondering  if  a water  bed  or 
any  other  type  of  special  mattress 
might  be  more  appropriate  and  com- 
fortable for  her.  I would  appreciate 
advice  from  parents  who  have  had 
experience  with  different  types  of 
mattresses. 

D.5.,  Massachusetts 

Chromosome  18p- 

My  16-year-old  daughter  was  bom  with 
a partial  deletion  of  the  short  arm  of 
chromosome  18  (18p-).  As  an  infant, 
she  had  hypotonia  Qow  muscle  tone) 
and  developmental  delays.  At  the  age 
of  12,  she  developed  muscle  spasms 
and  tremors.  Doctois  tell  me  that  they 
know  of  no  other  person  with  18p- 
who  has  developed  these  symptoms.  I 
would  like  to  hear  from  anyone  whose 
child  has  similar  problems. 

C.W.,  British  Columbiay  Canada 

EDiroR*s  Note:  The  Chyvmosome  18 
Registry  and  Research  Society 
(6302  Fox  Heady  San  AntoniOy  TX 
78247;  210/657^4968)  con  put  xjou 
in  touch  with  other  paivnts  of 
children  with  18p-.  Their  regishy 
currently  lists  51  children  with  this 
condition, 

Peters  Anomaly 
and  Dental  Problems 

We  are  the  parents  of  a happy,  two- 
year-old  named  Beryamin,  who  has 
Peters  anomaly  (a  condition  where 
there  is  adhesion  of  the  cornea  to  the 
iris).  As  a result,  he  has  congenital 
glaucoma  and  vision  of  approximately 
20/600.  In  addition,  he  has  hypotonia 
Oow  muscle  tone)  and  developmental 
delays. 

Despite  his  disabilities,  Beiyaniin 


gets  around  very  well.  He  crawls 
everywhere  and  is  starting  to  stand 
without  support. 

Now,  we  have  a new  concern. 
Beryamin  has  only  nine  teeth,  and 
half  of  them  have  come  in  fused.  We 
have  taken  him  to  a pediatric  dentist. 


who  has  answered  some  of  our  ques- 
tions, but  we  would  also  like  to  corre- 
spond with  parents  who  have  a child 
with  this  type  of  dental  condition,  or 
any  parents  of  children  with  Peters 
anomaly. 

R.L,  & C.Ly  Michigan 

continued  on  page.  12 
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The  joy  of  anticipation  was  all  over  his  face..,Troy’s  dad  was  taking 
the  training  wheels  off  his  bike.  His  dad  helped  him  get  started.. .then, 
he  let  go...  and  Troy  was  doing  it,  he  was  riding  all  by  himself! 

Troy's  father  knew  that  sometimes  the  hand  that  helps  most  is 
the  hand  that  lets  go.  So  did  the  parents  of  Victor,  a young  boy  with 
multiple  disabilities. 

Victor  was  13  years  old  when  he  arrived  at  Heartspring's  residential 
sch(X)l.  He  was  unable  to  tolerate  being  around  a lot  of  people.  Crowded 
rooms  or  noisy  hallways  frightened  him.  He  couldn’t  seem  to  participate 
in  the  real  world. 

From  the  very  beginning.  Heartspring  staff  worked  with  Victor's  par- 
ents,  school  districts,  and  other  professionals,  setting  goals  so  he  could 
gain  the  independence  he  needed  and  return  to  his  home  community. 

Now,  five  years  later,  Victor  attends  public  high  school  classes  for 
a couple  hours,  then  goes  to  work  at  a restaurant  on  the  campus  of  a 
local  state  university.  He  has  learned  to  tolerate  walking  in  hallways 
that  have  over  I, (XX)  students  on  their  way  to  class!  Currently,  staff 
are  working  on  other  needs  Victor  has  to  ease  his  transition  from 
Heartspring  to  his  home  community. 

Like  Victor,  all  children  who  enter  the  doors  of  Heartspring  are 
guided  to  discover  a greater  sense  of  independence,  confidence,  and 
the  ability  to  reach  for  their  potential.  Our  individualized  programs  and 
personal  care  help  children  with  disabilities  make  it  through  many  of 
the  challenges  they  face  growing  up. 

If  you  know  a child  who  needs  help  making  a transition  into  the 
real  world,  call  Heartspring  today.  Together  we  can  make  a difference. 


^ HMRTSPRING 


A lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219-4699 
1-800-  835-1043 


O Orel*  «3 

ERIC  ! ♦ EXCEPTIONAL  PARENT  / JULY  U)95 


SEARCH 


contained  f)x»n  page  U 

Developmental  Apraxia 
of  Speech 

My  five-year-old  son  was  diagnosed 
with  developmental  apraxia  of 
speech  (DAS)  several  years  ago.  I 
have  been  unsuccessful  in  my  search 
for  information  on  this  subject.  Are 
any  universities  or  clinics  doing 
research  on  this  condition?  I would 
like  to  hear  from  any  therapists  or 
educators  who  have  worked  with 
children  who  have  apraxia 

Finally,  I would  appreciate  hearing 
from  parents  of  children  with  DAS. 

Is  there  a DAS  support  group  out 
there  somewhere?  I want  to  sign  up! 

S.A.y  Arkansas 

Editor's  Note:  The  National 
Organization  for  Apraaria  and 
Dyspraxia  (7675  Charter  Oak  Dr., 
Pennsecola,  FL  S2154;  90^/478^ 
4895,  voice;  904/494-1444,  TTY) 
can  provide  information  about 
DAS,  They  can  also  put  you  in 
touch  with  other  families  dealing 
with  this  condition. 


Search  and  Respond  is  an  opportunity  for  our 
readers  to  exchange  information  about  their 
practical  experiences  meeting  the  everyday 
challenges  of  life  with  a child  or  adolescent 
with  a disability.  We  also  expect  patents  to  ask 
appropriate  professionals. 

indicate  whether  the  letter  is  a 
search  or  response.  If  a reqxmse,  be  sure  to 
note  In  vrtiich  Issue  the  original  Search  letter 
appeared.  All  responses  are  forwarded  to  the 
writers  of  the  Search  letters;  some  are  pub- 
lished. Published  letters  mi^  be  edited  for  pur- 
poses of  space  and  darity. 

Write  or  fox: 

Search  or  Respond, 

Exceptional  Parent 
209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146-5005 
Fax:(617)730-8742 

For  information  about  specific  disabilities,  con- 
tact the  National  Organization  for  Rare 
Disofden  (NORD),  100  Rt  37,  P.O.  Box  8923, 
New  Fairfield,  CT  06812,  (800)  999-NORD. 
(203)  7406518.  Also,  see  ^National  Resources 
for  Specific  Disabilities  and  Conditions”  In 
ExcamoMi  PiuiENfs  1995  Resource  Guide 
(Januaiyl995). 
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Dealing  with  Seizures 

D.R.,  (May  1995)  has  a son, 
Ouistopher,  who  is  almost  three 
years  old.  He  has  cerebral  dygene- 
sis,  meanhig  that  yvughly  half  his 
bmin  is  gone.  He  has  deveUrpm^ital 
delays,  hypotonia,  slightly  clvbbed 
feet,  farsightedness  and  a seizure 
disorder  that  is  mostly  contivlled  by 
Dilantin.  But  rvhen  Chiistophe)’ 
does  have  a seizure,  he  stops  breath- 
ing. D.R.  wanted  to  know  fimv  other* 
paren  ts  deal  with  seizures,  especial- 
ly hou)  they  sleep  at  night. 

My  family  and  I could  write  a book 
about  seizures.  Our  son,  Tlnuny,  is 
four  years  old  now.  When  he  was  23 
months  old,  we  were  told  he  had 
severe  mental  retardation.  Boy,  did 
those  words  change  our  world!  But, 
later  that  month,  we  found  out  what  it 
was  really  like  to  have  the  walls  come 
tumbling  down;  that  was  the  day 
Timmy  had  his  first  of  many  seizures. 


We  found  Timmy  in  a pool  of  vomit 
in  his  crib.  At  first,  we  thought  he  had 
just  spit  up  and  gone  back  to  sleep 
until  my  mother-in-law,  who  is  a nurse, 
scooped  him  up  and  started  doing 
CPR.  Then  I realized  my  son  was  not 
I breathing,  obviously  had  not 
breathing,  and  could  very  well  die. 

Since  we  lived  in  a small  rural 
town,  the  local  hospital  promptly 
flew  Timmy  to  a msyor  medical  cen- 
ter. We  had  to  drive  for  45  long  min- 
utes, not  knowing  if  he  would  be 
alive  when  we  arrived.  He  was  start- 
ed on  Dilantin  and  was  fine  for  just 
two  days  when  he  had  another 
seizure — and  this  one  lasted  for  three 
hours! 

Since  then,  Timmy  has  had  more 
seizures  than  I can  count.  With  every 
one,  he  has  stopped  breathing — just 
I like  youi' son. 

I Last  November  he  had  the  scariest 
I seizure  of  all,  because  we  didn’t 


know  it  had  happened.  Again,  we 
found  him  in  a pool  of  vomit.  His 
lips,  fingers  and  toes  were  blue,  and 
he  was  scarcely  breathing.  To  top  it 
all  off,  our  wonderful  pediatrician 
was  out  of  town.  All  doctors  deserve 
a vacation,  but  he  chose  to  have  his 
when  Timmy  was  crashing!  Thank 
goodness  we  were  able  to  reach 
Tinmiy’s  neurologist  who  promptly 
met  us  at  the  emergency  room.  By 
that  point,  Timmy’s  vascular  system 
had  shut  down;  tliey  had  to  stick  him 
27  times  to  start  an  IV.  While  Timmy 
was  in  the  hospital,  his  neurologist 
told  us  about  a new  seizure  medica- 
tion, Neurontin,  that  he  thought 
would  help  Timmy.  Timmy  started  on 
Neurontin  the  day  that  he  was  dis- 
charged from  the  hospital  and  has 
not  had  one  seizure  since — not  one. 

We  do  know  what  your  life  is  like! 
After  Timmy’s  seizure  in  November, 
we  felt  very  guilty  that  we  hadn’t 


NEW  THEMPEOTIC  TRICYCLE 


USES  WALKING  MOTION  TO  MOVE  TRICYCLE  FORWARD  AND  BACKWARDS 


Developed  for  Children  with  Cerebral  Palsy  and 
other  special  needs. 

University  studies  show  children  improve  gait  and 
increase  self  esteem  during  use. 

Available  in  3 sizes  and  adjustable  for  growth. 
Chrome  moly  frame. 

Shipped  fully  assembled. 

Available  in  3 colors. 

Designed  by  physical  Therapists  and  Ergonomists. 
Customizing  available. 


Call  or  Write  foe  tnfntmition  Packci  and  Order  F< 

Viewpoint  Mfg.,Inc. 
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checked  on  him  sooner  and  caught  the  seizure  earlier.  We 
know  what  it’s  like  to  go  without  sleep.  We  are  up  a lot  at 
night  just  to  check  on  Timmy;  we  can’t  sleep  at  all  if  we 
don’t  know  he  is  OK. 

I would  suggest  that  you  try  to  find  a back-up  system  for 
yourselves.  It  has  taken  us  a long  time  to  be  able  to  trust 
anyone  but  ourselves  with  Timmy,  but  we  can’t  let  our- 
selves go  crazy  worrying;  sometimes,  we  just  need  a break. 

Check  into  your  local  resources,  and  see  if  you  can 
obtain  a list  of  respite  care  providers.  If  respite  care  is 
not  available,  you  might  try  placing  an  ad  in  the  newspa- 
per for  an  occasional  caregiver  who  is  trained  and 
certified  in  CPR.  Or,  you  might  try  (!;alling  the  special  edu- 
cation department  of  a nearby  college.  That’s  how  we 
foimd  our  babysitter,  a terrific  young  woman  who  is  a 
speech/language  pathology  m^or  at  the  local  university. 
She  babysits  for  us  on  weekends  and  occasionally  during 
the  week. 

Tm  not  going  to  lie  to  you — you  probably  won't  ever 
sleep  a full  night  again  as  long  as  Christopher  has 
seizures.  But,  with  help,  you  just  might  be  able  to  keep 
your  sanity. 

You  are  not  alone!  It  is  nice  for  me,  too,  to  be  in  touch 
with  other  parents  who  are  going  through  the  same 
things.  My  mother  always  says  God  doesn’t  give  us  any 
more  than  we  can  handle.  Sometimes,  I believe  her, 
sometimes,  I don’t. 

E.F.y  Geoiyiu 


Stressful  Car  Rides 

C.R.  (May  1995)  has  a 26'mwitk-old  son,  Austin,  who 
does  not  have  a specific  diagnosis,  but  has  been  labeled 
''centmlly  hypotonic''  (having  kno  muscle  tone).  Austin 
becomes  ve>\y  upset  ivhile  riding  in  a car  seat.  His  par- 
ents have  tHed  diffaent  car  seats  and  different  seats 
within  the  car,  hmvever,  Austin  continues  to  becone 
upset  when  they  put  him  in  the  car — dying,  saeaming 
and  holding  his  breath  until  he  passes  out.  C.R.  was 
looking  fen'  ideas  for  making  car  rides  less  upsetting  for 
Austin  and  less  stiessfulfor  his  siblings. 

Our  wonderful  16-month-old  daughter,  Sophie,  has  a 
peripheral  sensory  neuropathy  and  has  been  centrally 
hypotonic  from  birth.  Sophie  hasn’t  gotten  upset  in  her  car 
seat  lately,  but  in  the  past,  I found  that  sunlight  and  rapid 
light  changes  (like  those  experienced  while  riding  down  a 
tree-lined  street  on  a sunny  day)  seemed  to  irritate  her. 
Street  lights  at  night  also  bother  her.  We  try  to  keep  sun- 
glasses on  her  and  shades  around  her  seat;  throwing  a 
light-weight  blanket  over  her  car  seat  actually  works  best. 
Though  doctors  say  Sophie’s  eyes  are  normal,  we  feel  her 
system  is  slow  to  process  and  react  to  changes  in  liglit. 

She  also  seems  to  dislike  certain  noises,  like  crowds  clap* 
ping  and  the  noise  the  car  makes  on  windy  days. 

We’d  love  to  correspond  with  you  and  “compare  notes.” 

J.R,  fUimis 
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two  seating  systems. " 
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* Kids  can  grow 
from  the 
kId-EZtm  to  the 
kid-EXtm 

* 5 years  of 
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Tom  Hershey 

“My  family  was  a team.'' 

Tbni  Her’shey,  32,  is  diyvctor  of  opemtions/associate 
pwducer  at  Sony  Fictw'es  Imageivoiics  in  Culver  City, 
California.  He  was  bom  with  a still-undiagnosed  disability 
that  affects  his  statuiv  and  'mobility,  and  that  higgoed  a 
kidney  disotder  at  buih. 

The  foUauhng  was  adapted  fixxm  a recent  intet'meiv 
between  Hershey  and  Exceptional  Parent  editonal  intern 
Jennife)'  Koeitei: 

y family  has  always  been  a team  that  has  worked 
together  to  make  me  self-sufficient.  I think  their 
reaction  to  my  disability  was  a decision  not  to  con- 
centrate on  the  disability,  but  on  the  child.  This  attitude 
defined  the  way  they  dealt  with  it,  and  with  me,  over  the 
course  of  my  life. 

A homegrown  approach 

Shortly  after  birth,  I developed  a life-llireatening  kidney 
infection  that  required  four  operations  before  I was  four 
years  old  and  led  to  the  loss  of  one  kidney.  During  those 
years,  my  health  was  very  touch-and-go.  As  a result,  my  dis- 
ability as  a whole  was  considered  a lower  priority  than  its 
most  life-threatening  symptom.  After  my  kidney  was 
removed,  1 started  eating  better  and  gaining  weight.  My  par- 
ents were  then  able  to  begin  to  think  about  my  other  prob- 
lems. In  a way,  the  immediate  danger  of  the  kidney  disorder 
made  the  disability  itself  much  more  manageable. 

At  the  time  I was  bom, 
tliere  was  a great  deal  of 
interest  in  genetics  and 
chromosomal  disorders. 

I was  first  evaluated  at 
the  Nav'al  Hospital  at 
Bethesda,  Maryland.  The 
doctors  looked  at  my 
malformed  left  arm  and 
leg  and  said,  “Yes,  this  is 
a very  interesting  chro- 
mosomal disorder.  We*d 
like  to  run  some  tests.” 
They  tested  my  chromo- 
somes and  said  they*d 
foimd  several  anomalies. 

When  I was  five,  my 
father  was  transferred  to 
Hawaii.  A team  of  doc- 
tors at  tlie  tinny  hospitiU  decided  to  do  tlieir  own  diroino- 
somal  studies.  Their  tests  came  back  nomial.  The  doctois 
back  east  had  either  made  a mistake  or  were  only  seeing 
what  they  wanUnl  to  see.  My  parents  began  to  lose 

O " ■ - - - 


Tom,  12  months,  enjoys  a tender  moment  with  Mom.  At  this  point, 
Tom’s  parents  weren't  really  thinking  about  his  other  disabilities.  His 
life-thieatening  kidney  disorder  overshadowed  ail  other  concerns. 


confidence  in  the  medical  profession. 

My  parents  did  stick  with  the  “experts”  a bit  longer. 
Unfortunately,  the  piiysical  therapy  program  at  the  military 
hospital  wasnT  geared  toward  children,  or  other  people  like 
me.  It  was  the  first  stop  for  Vietnam  veterans  with  disabili- 
ties before  they  returned  to  the  mainland;  so  the  PT  regi- 
men focused  on  strengthening  other  parts  of  the  body  to 
replace  missing  or  damaged  parts,  rather  than  trying  to 
improve  the  muscular  system  as  a whole. 

The  hospital  was  an  enormous  facility.  My  mom  had  to 
push  me  in  my  wheelchair  down  miles  of  corridors.  Her 
solution?  She  brought  my  tricycle  ftom  home  and  let  me 
ride  it  from  the  parking  lot  to  the  therapy  room.  Slowly  she 
realized  that  by  using  the  tricycle  and  another  little  car  that 
I pumped  with  my  anus,  I was  building  up  more  muscular 
strength  than  I was  in  my  therapy  sessions. 

My  mom  resolved  to  find  alternate  ways  to  help  me  build 
up  my  strength.  This  time,  the  solution  was  a little  closer  to 
home — the  military  officers*  club  swimming  pool.  We  had 
befriended  the  pooTs  lifeguard,  Ed  Rother,  a retired  Army 
football  coach.  My  mother  approached  Ed,  and  asked  him 
if  he  would  consider  developing  a swirnrnmg  program  for 
me.  He  agreed. 

This  occurred  during  one  of  my  father*s  tours  in  Vietnam. 
At  the  time  he  left,  I didn*t  have  the  muscle  stnengtli  to  lift  my 
head  out  of  the  water.  Ed  began  by  rigging  up  a snorkel  for 
me  so  I could  breathe.  I swam  every  day,  and  rode  my  tricy- 
cle and  the  little  car  around  the  neighborhood,  too.  By  the 
time  my  father  got  home,  I was  swiimnmg  a quarter  of  a mile 
a day  and  diving  into  more  than  10  feet  of  water  to  find  a golf 
ball.  All  this  in  about  six  months!  My  father  was  amazed  at 
the  change  this  homegrown  therapy  had  made  in  me. 

Part  of  the  fabric 

Tire  next  watemhed  in  my  life  came  after  we  moved  from 
Hawaii  to  Vero  Beach,  Florida  At  that  time,  I had  two 

roiitiimrrl  on  luirjr  IS 


After  two  years  in  Hawaii,  Tom’s 
family  returned  to  the  mainland 
when  he  was  seven. 
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ITie  reHabSih/  and  performance  of  the  new  ekchvmeclmical  hieding  system  sets  the  Braun  Entemm* 
apart  from  other  law  floor  conversions.  The  Braun  Corppndipp  has  a sdeciiono^Erdertxuis^  & stoA, 

converted  and  r^y  for  delivery,  " > . _ . 

Rounding  out  Braun's  complete  mcfr 
ility  package,  the  new  rear'Cntry 
V^star  Entervan"^  is  the  econotmcdf 
choice  for  the  coupk  or  smadjmily. 


International  Leader  in 
Personal  Mobility  Products 


No  matter  what  your  needs,  Braun  has  a 
mobility  system  deagned  for  yoa  The  oii- 
^nal  lift-A-Way*  platform  Uft  is  a reliable 
performer  proven  with  ov®  two  decades  of 
use.  Fbr  greater  ambulatory  and  cargo  access, 
we  offer  the  Swing-A-Way*.  The  L&-A-Way 
D/C*  rounds  out  Braun's  lift  sdection.  And, 
for  the  peiscm  who  transfers,  the  Braun  Chair 
Tt^jpet*  conveniently  stores  a conventional 
folding  whedchair  out  of  your  way. 

The  Braun  Crnpraation.  Mobility  at  its  best 


The  Braun  Corporation  has  established 
their  products  as  the  benchmaric  for 
International  Personal  Mobility.  Now,  with 
the  introductiMi  of  five  exclusive  electro- 
mechanical kneeling  system,  the  Braun 
Entervan"  offers  a new  levd  of  rdiaHe 
mobility. 

The  electromechanical  non-air  kneeling 
system  automatically  lowers  the  rear  of  the 
vdride  while  foe  door  is  opening.  This 
design  utilizes  Chrysler  ccd  springs  instead 
of  aifoags,  and  automatically  returns  to 
normal  ^ving  hdght  wlwn  the  do»  closes 
or  when  the  vehicle  is  taken  out  of  park. 

Even  in  tire  event  of  dectrical  Mute,  the 
rttechankal  override  will  return  the  vehicle 
font  the  kiteded  position. 

Braun  has  a large  sdectkn  of  Entervans™  in 
stock,  converted  artd  ready  for  delivery. 

Cdl  1-80(>THE  LM  for  inore  information 
and  the  All-Star  DistTfoutor  neatest  you. 
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imr  Thret^Ymr  vifry^Fret  Limited  Warranty.  Simpty  colt  IW-TUE  UFT  far  the  Braun  AU-Slar  ttcaml  you. 
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operations  to  lengthen  the 
muscles  in  my  legs  and  stabi- 
lize my  feet  I did  some  basic 
recovery  therapies  after 
these  operations,  but  I also 
kept  swimming.  By  this 
point,  I had  enough  strength 
to  use  canes  and  a walker  at 
home;  I only  used  my  wheel- 
chair at  school. 

A more  important  change 
came  throu^  my  enrollment 
at  St  Edward’s  School,  a pri- 
vate school  in  Vero  Beach. 
Headmaster  Peter  Benedict 
was  willing  and  eager  to  help 
a kid  who  had  some  physical 
disabilities  and  mobility  prob- 
lems, but  who  had  tested  very 
highly  in  placement  exams. 

My  parents  felt  able  to  shift 

their  focus  firom  my  physical  needs  to  my  academic  and 
social  skills.  My  mother  loves  to  tell  the  story  of  a day  when 
she  came  to  pick  me  up  from  school  She  saw  somebody 
pushing  a wheelchair  with  a child  in  it  throu^  the  trees  near 


At  age  1 0,  Tom  was  an 
enthusiastic  Boy  Scout. 


the  playground.  Wth  all  the  kids  rimrdiig  around  and  having 
a great  time,  it  look  a moment  for  her  to  realize  that  it  wasn’t 
me  in  the  chair.  I was  hiding  behind  a log,  fighting  my  part  of 
a mock  battle  fiom  behind  the  lines.  It  was  at  this  point  that 
she  realized  I was  going  to  be  integrated  into  the  fabric  of 
these  children’s  lives. 

Academically,  my  adjustment  was  a little  more  complex. 
My  first  teacher  at  St  Edward’s  was  an  old-school  type  who 
inunediately  laid  down  the  law  with  my  mother — “He  may 
have  gotten  special  treatment  elsewhere,  but  not  in  this 
class!”  My  mother  got  ready  for  a fight,  but  that  teacher  had 
my  best  interests  in  mind.  The  teacher  knew  instinctively 
that  she  had  to  let  me  flounder  for  a little  bit  so  I would 
learn  how  to  pull  myself  up, 

A pragmatic  attitude 

My  parents  always  wanted  to  irrake  sure  that  my  physical, 
intellectual  and  social  development  were  happening  together, 
they  hoped  to  avoid  a focus  on  one  at  the  cost  of  the  others. 
This  pragmatic  attitude  ruled  all  aspects  of  their  lives.  My 
parents  didn’t  dwell  on  my  disabili^,  nor  the  effect  it  had  on 
our  lives.  My  dad  had  his  job  to  do  with  the  Navy;  my  mom 
had  her  Job  to  do  with  me.  They  were  both  motivated  by  the 
fact  that  they  believed  in  what  they  were  doing. 

If  my  parents  had  so-caUed  “typical”  feelings  like  guilt  or 

continued  on  page  20 


At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 

1-800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 
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Devereux 

Since  1912 


Make  any  adult  bike  into  a detachable 
children's  tandem. 

Children  age  4-10  up  to  80  lbs. 

• Safety  is  the  priority,  knowing  where  your 
child  is  at  all  times. 

• The  Allycat  Shadow  bike  rotates  vertically  and 
horizontally  while  restricting  side  to  side  motion 
The  bike  is  very  easy  to  turn  because  of  the 
hinging  motion  and  low  center  of  gravity. 

• The  Allycat  Shadow  is  designed  with  a free 
wheel  allowing  the  child  to  peddle  as  much  or  a 
little  as  they  desire. 
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Cfuitinuvd  from  IX 

anger,  tliey  were  kept  fix>m  me.  Like  mai\y 
military  fanrilies,  we — my  parents,  my  sis- 
ter and  I — ^were  a team.  Moving  from  base 
to  base  in  my  early  years  taught  us  inde- 
pendence from  standard  social  services; 
we  relied  on  other  members  of  the  family 
for  support.  For  better  or  worse,  military 
life  isolated  our  family  from  many  outside 
influences. 


dying  to  find  out  more  about  disability 
services.  Most  seemed  very  unsure  about 
leaving  the  security  of  home.  So  I offered 
to  speak  with  any  students  who  wanted 
to  talk  to  somebody  who  was  out  in  the 
world  and  surviving.  Tliat  one  little  offer 
of  help  allowed  me  to  talk  to  a lot  of  stu- 
dents who  came  through  the  university. 

Upward  swing 


Necessity  and  invention 

I have  always  loved  movies,  so  it  was  no 
surprise  that  they  have  become  my 
career.  At  tlie  Massachusetts  Institute  of 
Technology  (MIT),  I msyored  in  management  witli  a minor 
in  creative  writing.  My  work  in  the  MIT  media  lab  and 
courses  in  entertainment  marketing  fed  my  love  of  film 
and  led  me  to  the  MBA  program  at  UCLA,  where  I concen- 
trated in  entertainment  management  Prom  there,  it  was  a 
short  hop  to  Hollywood,  and  here  IVe  stayed. 

While  attending  both  MTT  and  UCLA,  I was  a volunteer 
peer  counselor  for  students  with  disabilities.  I got  involved 
because  I had  to  sit  down  with  the  person  in  charge  of  dis- 
ability  services  and  create  a plan  for  getting  around  the  canv 
pus.  In  the  disability  services  office,  I often  saw  college  and 
high  school  students  who  were  touring  the  university  and 


My  life  has  been  on  an  upward  swing 
since  birth.  Most  of  tire  time,  I don't  really 
think  about  my  disability.  TTie  only  time 
Tm  faced  with  it  is  in  a new  situation;  then 
I take  15  minutes,  figure  out  how  Fm  going  to  do  something 
and  then  go  from  there.  My  disability  has  always  been  a part 
of  my  life,  and  it  gets  more  attention  from  other  people  than 
it  does  from  me. 

My  parents  taught  me  not  to  be  afraid  of  the  unknown 
and  to  be  inventive  about  creating  ways  to  be  self  sufficient 
Fm  a little  wary  of  over-reliance  on  systems  that  are  in 
place,  because  I think  that  may  dull  the  edge  of  the  inverr- 
tiveness  and  creativity  that  you  can  bring  out  in  children 
with  disabilities.  Being  able  to  figure  out  when  any  given 
form  of  assistance  works  and  when  its  not  the  best  alterna- 
tive may  be  the  most  important  skill  they  ever  learn.  EP 


Tom  enjoyed  a 1994  vacatkxi  in  the 
mountains— even  though  he  neglected 
to  pack  sufficiently  wann  clothing! 


Haverich  Ortho-Sport  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


HaverKh 


y Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America. 

; Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 

; Piling  brakes  standard. 

V Latest  styling  and  wide 
choice  of  colour 
^ .combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 


ARD  CHILDREN'S  HOSPITAL.  REHA- 
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Hransitional  Power  Mobility  Aide 


Now  a child  with  physical  disabilities  can  be 
positioned  in  SITTING.  SEMI-STANDING, 
or  STANDING  to  optimize  access 
to  the  environment. 

Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  Available 


1-800-950-5185 


INNOVA-nVE  PRODUCTS,  INC. 
Grand  Forks,  ND  58201 
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Back  and  forth,  in 
and  out  of  conven- 
tional hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child's 
neurobgical  deficits.  Our 
unic[ue  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 
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HosfJital  fin- Children  and  Ad(^lescents  • 9407  Cumherlarul  Road  • New  Kent,  Virginia  23124  • I'800'368-3472 
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Take  a prol^onal  af>proach 
to  helpingyour  child  become  the 
best  he  or  she  can  be. 

Communication  is  fundamental 
to  the  human  experience.  Yet.  for 
many  children,  mastering  language 
poses  special  challenges.  Laureate 
Learning  Systems  has  developed  a 
unique  scries  of  interactive  software 
tools  that  help  children  with  special 
needs  develop  their  language,  think- 
ing and  reading  abilities. 

These  computer-aided  learning 
tools  are  designed  by  speech- 


language  pathologists  and  special 
educators  who  know  the  needs  of 
children  with  developmental  dis- 
abilities, language-learning  disabili- 
ties, hearing  impairments,  autism 
and  reading  problems. 

Build  independence 
and  self-esteem. 

Laureate  s interactive  programs 
Ci'eateatrue.multisensory  learning 
center  right  inyour  own  home.  The 
software  actually  talks  to  ypur  qhild, 
using  colof  ful  graphics  and  'lively 


animation  to  make  learning  fun. 

But,  perhaps  themost  significant 
benefit  of  Laureate  software  is  that 
your  child  can  work  independently, 


ERIC 
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building  selfesteem. 

65  exceptional  ways  to  help 
your  child  leam. 

Laureate’s  programs  concen- 
trate on  the  areas  of  language  devel- 
opment that  are  most  problematic 
for  children  with  communication 
disorders.  Our  45  page,  free  color 
catalog  outlines  a seven  stage  pro- 
gression of  language  development 
frombirthtoadulthood.  Each  stage 
is  marked  by  identifying  language 
characteristics  and  training  goals. 


Calipq)5ffi-6801 

Once  a child  can  signal  with  in-  The  re 


k 


Once  a child  can  signal  with  in- 
tent. First  Words.  First  W)rds  II  and 
First  Verbs  are  used  to  train  early 
developing  vocabulary. 

The  Talking  series  and  Simple 
Sentence  Structure  help  children 
move  from  using  single  words  to 
word  combinations. 

The  Language  Activities  of  Daily 
Uving  series  helps  users  understand 
and  express  the  language  com- 
monly encountered  in  home,  com- 
I munity  and  school  settings. 

To  help  children  communicate 
in  sentences,  Laureate  developed 
^ Micro-LADS,  a 7 module  series 
which  uses  over  600  pictures  to 
train  46  grammatical  constructions. 

The  ^ntence  Master  is  a revolu- 
tionary program  designed  to  help 
students  achieve  success  in  reading. 

Customizethe 
: software tomeet 
your  child’s  needs. 

Each  program 
contains  a Param- 
eters Menu  which 
lets  you  customize 
the  program  to  nneet  tlie  'unTcfue 
P.  needs  of  your  child.  For  instance, 
multiple  interface  options  make 
Laureate  software  accessible  to 


The  results 
speak  for 
^mselves! 

"I  must  admit  I was 
somewhat  reluaant 
to  spend  such  a brge 
amount  of  money  on 
software,  es- 
pecially if  it 
didn  't  work, " says  Sharon  Neison. 
whose  son  Harry  had  significant 
speech  and  language  delays. 

"But  Laureate's  President,  Dr. 
Mary  Wilson,  assured  me  if  the  soft- 
ware wasn  't  right  for  my  son,  I could 
just  send  it  back.  That  was  all  the 
encouragement  I needed  to  help  melt 
awayone  little  boy  syears  of  frustration. 
Laureate  software  has  made  Harry  q 
self  directed  language  learner  and 
the  results  hove  been  phenomenal!  " 

Lureate 

Systems 
lenowiied. 

Over  the 


learn.  Our  professional  staff,  including 
a team  of  speech-language  path- 
ologists. provide  customer  support  and 
is  always  available  to  answer  your 
technical  questions  andhelpyou  make 
soltware  selections. 

And  remember.  Laureate  soft- 
ware is  guaranteed  to  make  learning 
a fun  and  rewarding  experience.  If 
you  and  your  child  are  not  com- 
pletely satisfied  with  any  software 
program  you  receive  from  Laureate, 
please  return  it  for  a full  refund. 

So  call  for  Laureate's  free  cata- 
log today  (the  toll-free  number  is 
1(800)562 '6801).  You’ll  see  excep- 
tional results.  Guaranteed! 


Laureates  catalog  is 
chock  full  of  helpful  infor- 
mation, outlining  65  fully^ 
integrated  software 
programs  for  Appl^ 
lie,  Apple  lies, 
MacandlBMcom- 1 
puters.  You’ll  find  a \ 
selection  of  sofKvane  c 
7 stages  of  language  ( 

During  the  early  stages,  children 
use  the  Creatures  Games  to  learn  the 
concepts  of  cause  and  effect  and 
turn-taking. 


Itthe 

approphateintinBHipnrchild: 
keyboard,  game  controller,  Touch- 
Window.  single  switch,  or  mouse. 


LAUREATE  LEARNING  SYSTEMS,  INC.  IIOEASTSPRINC  STREET.W1NOOSKI.VT05404  TEL:  1(802)6554755 
FAX:  1(802)6554757  E-MAIL:  74040.75-COMPUSERVE.COM*’^|^OFFEREXP 


ast  decade, 
aureate’s  in- 
|teractive  talk- 
ing software“program  s have 
garnered  numerous  awards 
for  excellence  of  design  and 
istructional  content.Theyare 
used  by  parents,  teachers 
speech-language  pathologists 
around  the  world  to  help  ex- 
ceptional children  reach  theirfull 
potential. 


All  our 
software 
^oomeswitha 
^ h-language 
rpathologist 
attached. 

laureate  is 
committed  to  helping  your  child 


Em’s 

Friendship  Club 


by  Donna  Tatro 


On  “opening  day”  of  the  Friendship  Club, 
childien  (proudly  wear  their  t^ewiy-K^ieated 
membership  badges.  Surrounding  Erin 
are  (from  left)  Kayiin  and  Ryan  Gain, 
Harmony  Baker  aiKl  Kristen  Gain. 


I’m  embarrassed  to 
admit  it,  but  from 
her  earliest  days 
IVe  used  bribery  in 
trying  to  establish 
friendships  for  my 
daughter,  Erin.  I can 
still  picture  my  first 
attempts — as  neighbor- 
hood kids  played  on 

— the  lawn  in  front  of 

our  triplex,  I’d  spread  out  a large  blanket  and  some  of  Erin’s 
most  stimulating  toys.  Then,  with  two-year-old  Erin  in  my 
lap,  I’d  spill  a large  bag  of  M&M’s  out  in  front  of  us.  As  I 
caught  tlie  kids  glancing  in  our  direction.  I’d  call  out,  “Hi, 
what’s  your  name?  This  is  Erin.  Would  you  like  some 
M&M’s?  Ask  your  mom  if  it’s  OK.” 

With  a handful  of  kids  sitting  on  our  blanket,  I seized  the 
opportunity  to  teach  them  about  cerebral  palsy  and  blind- 
ness. They  came  to  understand  that  nonverbal  doesn’t  mean 
dumb;  the  girls  even  asked  me  to  help  them  make  gastro- 
stomy tubes  for  their  dolls  because,  “just  like  Erin,”  they 
couldn’t  “swallow  good.” 

Soon  the  neighborhood  children  were  asking  if  they  could 
come  inside  to  play.  Erin’s  therapy  equipment — large  balls, 
colorful  wedges  and  tumbling  mats — looked  like  a lot  more 

J-Qyg 

Nick  Brown  (right)  and  Erin  enjoyed  their  homes.  I always 
feeding  the  animats  during  a trip  to  snacks  in  the  cui> 

a petting  zoo.  boards,  too,  even 

thougli  Erin  couldn’t 
eat  them.  And — I 
admit  it — I tried  to  cre- 
ate some  en\y  when  I 
bought  a haanster  for 
Erin’s  third  birthday. 
“Rodie”  worked;  she 
drew  the  kids  over  for 
frequent  visits. 

Wanting  Erin  to 
eryoy  life  from  a kid’s 
perspective,  I often 
asked  my  neighbors  if 
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I could  take  their  kids  on  a walk,  to  the  library,  to  the  park 
or  to  Ute  zoo.  Outings  were  more  exciting  for  Erin  when  she 
could  hear  and  feel  the  excitement  of  other  ddldren. 

Later,  we  found  ourselves  across  the  continent  living  in 
an  apartment  complex  full  of  senior  citizens  and  no  other 
children.  I spent  time  at  Erin’s  preschool  and  got  to  know 
the  other  children  and  their  parents.  Again,  I went  out  of 
my  way  to  invite  her  classmates  to  afternoon  or  weekend 
outings  with  Erin  and  myself.  I would  always  scan  the 
newspaper  to  keep  abreast  of  special  events  for  children. 
And  even  though  Erin  is  fed  solely  through  a g-tube,  every 
outing  included  a stop  at  an  i'  ' cream  shop  or  McDonald’s 
to  treat  her  friends.  As  you  might  imagine,  Erin  soon 
became  very  popular. 


"Bubbly  Day”  was  gleefully  celebrated  by  (from  left)  Danyel 
Stoltey,  Haimony  Baker,  Erin,  Jenny  Nunez,  Amanda  Jones  and 
Lyndsay  Nunez. 


Filling  the  sununcr  calendai* 

The  school  year  had  been  filled  with  friends  and  activities. 
But  as  Erin’s  kindergarten  year  came  to  a close,  I feared  a 
lonely  summer.  Thougli  she  attended  the  local  school,  ours 
was  a moiuitainous  comnumity  where  most  children  rode  the 
bus.  There  were  no  cliildren  Erin’s  age  living  nearby.  I knew 
that  most  of  ErirCs  friends  would  not  be  allowed  to  call  and 
ask  if  they  could  come  over,  most  of  their  parents  saw  our  life 
as  ovenvhelining,  and  they  didn’t  want  their  children  to 
impose.  “Hov^0(^  fjake  people  imderstand  tliat  I want  them 


With  a littie  help 
from  my  friends: 
Karmony  Baker 
(left)  and  Brandy 
Surplus  help  Erin 
with  an  art 
activity. 


to  contact  us?”  I wondered  That’s  when  I 
got  the  idea  for  “Erin’s  Friendship  Club.” 

I began  by  filling  up  calendar  squares  with  enough  activities 
to  occupy  every  summer  week.  Ryan,  the  fifth  grade  boy  who 
had  been  Erin’s  “big  buddy”  in  kindergarten  and  her  helper  in 
Challenger  Little  League,  accepted  my  offer  to  be  the  club 
president 

I sent  the  calendar  to  dozens  of  Erin’s  friends  from  her 
kindergarten  and  Sunday  school  classes  and  her 
Daisy  Girl  Scout  troop.  In  my  accompanying  letter 
to  their  parents,  I discussed  Erin’s  disabilities  and 
explained  what  their  kids  would  encounter  at  our 
house — ^positioning  equipment,  therapeutic  “toys” 
and  various  types  of  medical  equipment.  I told 
families  that  we  had  invited  other  children  vnth 
disabilities  to  join  the  “club,”  and  stressed  that  it 
was  our  philosophy  that  diversity  and  uniqueness 
need  to  be  celebrated. 

With  only  a few  exceptions,  nearly  every  day 
was  booked.  Activities  included  “camping  day” 

(we  opened  up  the  camper  and  called  the  wading 
pool  our  lake),  “bubbly  day”  (we  got  out  bubble 
wands  and  filled  the  wading  pools  with  bubble 
bath),  “hairy  day”  (we  made  our  own  baixettes 
and  pony  tail  bands)  and  “square  eyes  day” 

(we  watched  favorite  videos  and  made  pop- 
corn). We  also  made  trips  to  the  skating  rink, 
tlie  park  for  picnics,  a local  pond  to  feed 
ducks,  the  bowling  alley,  a big  city  shopping 
mall,  the  zoo,  a matinee  movie,  a nature  cen- 
ter, Erin’s  great-grandparents’  home  and 
Marine  World.  Other  activities  included  cook- 
ing, computer  games,  dancing  and  art  activi- 
ties. I even  invited  a friend  to  join  Erin’s 
weekly  trips  to  physical  therapy. 

It  worked  out  wonderfully.  Friends  would 
look  at  Erin’s  calendar  and  decide  if  she 
was  doing  something  they’d  eiyoy.  Then 
they’d  call  and  make  reservations  to  attend. 

Some  days,  Erin  had  only  one  friend  come 
over;  other  days,  we  hosted  as  many  as  10. 

I canceled  only  one  activity  due  to  illness. 

At  other  times,  if  Erin  wasn’t  feeling  well, 
she’d  just  sit  back  while  her  friends 
played.  Best  of  all,  both  Erin  and  I estab- 
lished dc('per  relationships  with  kids  and 
their  parents. 


Back  to  school 

When  first  grade  started,  many  of  Erin’s  kindergarten  friends 
were  in  her  new  class.  To  help  the  children  who  didn’t 
already  know  Erin,  I attached  a small  photo  album  to  Erin’s 
chair.  In  it  are  pictures  of  Erin  doing  typical  kid  things — 
swimming  in  the  pool,  riding  an  adapted  trike,  holding  her 
doll,  cooking  with  mom,  and  doing  things  with  friends.  The 
photo  album  is  very  popular  with  the  kids;  nearly  every  time 
I’m  at  Erin’s  school,  I see  at  least  one  child  thumbing 
through  it.  It’s  a great  way  to  let  otliers  know  that  despite 
Erin’s  obvious  disabilities,  she’s  still  just  a kid.  EP 

Dcmna  Thtiv  lives  iuMagalia^  California  vnth  her 
Gwxian,  and  daughler  Erin,  7.  Donna  is  actively  involved  in 
helping  othe^' families  obtain  needed  sewices  and  full  inclusixm 
in  their  communities  and  schools.  In  het^fiee  time,  she  enjoys 
gardening,  seioing  and  reading. 
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The  tow  trade  is  hare. 


How  do  1 £fet  my  son 
home  safely? 

Abilities  7V/o*  takes  care  of  your 
vehicle  and  your  son.  It  reim- 
burses you,  up  to  a dollar  limit, 
ibr  the  cost  ofthe  special  trans- 
portation he  needs,  too. 


Is  my  van  properly 
insured? 

Abilities  /V/o'also  expands  your 
CON  erage  so  that  your  \ ehicle, 
with  its  special  modifications,  can 
be  repaiied. 

Cig 


How  do  I £et  another 
van? 

You  can  rent  the  kind  of  replace- 
ment vehicle  you  need,  because 
Abilities  doesn’t  rc.strict  you 
to  a daily  dollar  limit  like  mo.st 
policies.  Instead,  it  provides  an 
aggregate  benefit  which  gives 
you  greater  flexibility. 


Now 


Abilities  Plus  h comprehensive 
insurance  tor  people  witli  special 
needs.  h\  Roadside  Assistance, 
access  to  a dependent  care  net- 
work, and  many  otlter  services 
that  add  value  for  our  customers. 

It's  also  last,  fair  claim  settle- 
ment, and  customer  service 
that's  available  )vbcu ever  you 
Q nt  to  speak  with  someone. 


24  hours  a day,  e\  ery  day  of  the 
year.  It's  all  this  and  competitive 
prices  too. 


For  more  inf()nnation,  c\tll 

1-800-222-2788. 


Abilities 

PLUS' 


TheMar^dand 


Personal  Insurance 


A member  ol  the  worldwide  ’.S)  Zurich  Insurance  Group 


Cfirii^  idr  your  special  needs. 

‘ Circle  #131 


Covi'rnjic  availability  varies  by  state* 


Readers  Talk  About; 

Friendship 


A few  weeks  ago,  my  1 0-y ear-old  daughter,  Sophie, 

invited  a friend  over  to  play  at  our  house.  Sophie  is 
the  only  child  with  a disability  in  her  school.  This, 
however,  has  not  stopped  her  from  making  friends 
in  her  (*hiss. 

That  Saturday,  hvr  good  buddy,  Shane,  came  over  to  play. 
At  one  point,  Shai^e  chose  to  stay  upstaii*s  and  play  while 
Sophie  went  downstairs  to  watch  a video. 

After  awhile,  Sophie  got  impatient. 

“Shiine!’'  sh('  .shouted  loudly,  “(k)me  down  here  right  now!” 
“No!”  answered  the  indignant  Shane,  still  involved  in  his 
liego  castle  \ipstairs. 

“Shane,  if  you  don’t  (‘ome  down  here  and  watch  TT  with 
me.  I’ll  (*all  the  poli(*e!”  warned  Sophie. 

“Oh,  Mister  Tough  Chrl,”  replied  Shane,  valiantly  holding 
his  own. 

“I  am  not  a ‘mister’,’'  Sophie  yelled  up  the*  stairs. 

FVom  the  other  room,  I listened  to  this  exclumge  vsuth 
amusement,  pro\id  that  my  datighter  was  having  a good  old 
verbal  knock-down,  drag-out  argument  with  another  kid. 
B('(*ause  Sophie  wjls  bom  with  Down  syndrome,  I am 
always  em^ouraged  when  she  acis  like  the  standard-issue 
10-year-old,  even  if  it  moerns  being  (u  abby, 

A few  minutes  later,  after  the  rngumemt  scumu'd  to  have 

dic'd  down,  I was  set- 

READERS  TALK  ABOUT: 


We  invite  you  to  contribute  to  the  discussion  in 
future  issues  of  Exceptional  Parsvt:  In  upcoming 
months,  readets  will  be  talking  about: 

• children's  favorite  toys  and  playtime  activities 
(October;  deadline  Aug.  1 , 1995) 

• technology—hov/  has  It  maoe  a difference  for 
your  child?  (November;  deadline  Sept.  1, 1995) 

• grandparents/extended  family  (December: 
deadline  Oct.1,1995) 

Write  to:  Readers  Talk,  Exceptional  Parent,  209 
Harvard  St,  Ste.  303,  Brookline,  MA  02146. 
(617)  730-8742  (fax). 


ting  hot  soup  and  big 
(“mn(*hy  (‘rac-kc'r-s  on 
the  table  foi*  the  kids’ 
lunc*h.  As  they  start e<i 
to  eat,  th('re  was  a 
kno<“k  on  the  door.  I 
oiH'iK'd  it  to  my 
fiiendly  neighbor- 
hfx)d  {)oIice  offi(*e'r. 

“Ma’fun,”  he 
addre's.scMl  iu('  lonmilly, 
“Did  sonu'onedial 

“1  !h,”  I turned  red, 


“I  think  I can.  explain,  Officer.”  1 told  him  about  the  domestic 
quarrel  between  Sophie  and  Shane.  Apparently  Sophie  had 
made  good  on  her  promise  and,  imbeknownst  to  anyone,  had 
dialed  9-1-1,  probably  while  I was  making  the  soup. 

From  their  seats  at  the  table,  Shane  and  Sophie  could  see 
that  a real  policeman  was  at  the  door.  Sophie  was  looking 
halfway  smug,  as  if  to  say,  “See,  Shane,  I told  you  so. . .”  but 
also  halfway  worried. 

When  I returned  to  the  table,  Shane,  a look  of  shock  on  his 
face,  was  repeating,  “Sophie,  I can’t  believe  you  called  the 
police!” 

Having  a friend  means  working  it  all 

OUT  TOGETHER,  EVEN  THE  WACKY  STUFF. 

And  that’s  a lesson  for  everyone— not 

JUST  FOR  KIDS,  AND  NOT  JUST  FOR  KIDS 
WITH  DISABILITIES. 

I took  Sophie  aside  and  reprimanded  her.  1 told  her  that 
she  should  only  dial  9-1-1  in  an  emergency — like  a fire  or  if 
someone  were  hurt.  In  no  uncertain  terms,  I let  her  know 
that  she  was  not  to  call  the  j)olice  on  her  friends.  She  looked 
downcast  and  appropriately  chastised  and  told  me  .she 
understood. 

Of  c*ou!-se,  in  a peiverse  way  that  probably  only  another 
pareiit  of  a child  with  a dis^ibility  could  fully  understand,  I 
was  thrilled  Sophie  could  dial  9-1-1  and  make  the  police 
airive!  IVuth  be  told,  sometimes  I wish  I c*ould  call  t!\e  police 
0!i  my  fri('nds — or  my  husband — when  they  won’t  do  what 
I w^ant. 

The  good  news  is  that  a litth'  w'hile  latei;  Slume  and  Sophie 
w(*nt  ba<“k  to  playing  happily  with  each  other,  their  friendship 
none  the  wo!*s('  for  wear,  I guess  that  lunang  a friend  means 
working  it  all  out  togc'ther,  even  the  wacky  stuff.  And  that’s  a 
le.SvSon  for  eveiyoiu‘ — not  Just  for  kids,  and  not  jiust  for  kids 
with  disabilities. 

folio  Kanat 

BcUvair,  Florida 
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Just  Friends 


It’s  Wednesday  niglit,  time  to  call  Allison! 

It’s  a regular  part  of  Liz  s midweek  rou- 
tine to  call  her  friend  and  make  plans 
for  the  weekend — ;just  like  any  other 
16-year-old  girl 

For  a long  time,  liz’s  dad,  her  brothers 
and  I wondered  whether  this  typical 
teenage  activity  would  be  something  liz 
would  get  the  chance  to  experience.  For  years,  we 
had  been  her  “friends.”  We  tried  to  do  fim  things  with  her — 
together  and  separately — ^that  would  fill  her  leisure  time  and 
give  her  something  to  look  forward  to.  For  a long  time,  this 
seemed  to  be  enough.  But  as  liz  grew  older,  it  became  clear 
that  there  was  one  thing  all  teenagers  need  that  we  could  not 
provide  for  her — time  away  from  her  family.  Then  I heard 
about  the  Just  Friends  program. 

Just  Friends — a program  of  GOARC  (Association  for  People 
with  Mental  Retardation  and  Other  Developmental  Disabilities 
in  Omalia,  Nebraska) — is  a one-to-one  friendship  program  that 
allows  teens  with  disabilities  the  opportunity  to  interact  with 
peers  without  disabilities. 

Just  Friends  matches  teens  with  disabilities  to  teens  without 
disabilities.  Matx'hes  are  based  on  interests,  ages  and  home  loca- 
tions. Volimteers  without  disabilities  are  asked  to  commit,  four 
hours  a montii  for  one  year  to  the  friendship.  What  the  two  indi- 


See  ya  later.  Mom!  Liz  (right)  and  Allison  are  on 
their  way  “out.” 

viduals  do  during  this  time  together  is  up  to  them. 

In  addition  to  making  one-to-one  matches, 

Just  Friends  also  sponsors  several  group  events 
and  activities  every  month.  These  events  provide 
interaction  activities  for  teens  who  are  waiting 
for  a one-to-one  friendship.  The  group  events  also 
provide  community  involvement  as  Just  Friends 
participants  attend  events  for  teens  that  are  run 
by  other  organizations  and  members  of  other 
organizations  are  invited  to  Just  Friends  events. 

liz  was  introduced  to  her  ciurent  friend,  Allison  HolL  in 
April  1994.  Liz,  16,  attends  the  Madonna  School  for 
Exceptional  Children.  Allison,  17,  is  a junior  at  Millard  North 
High  School.  Liz  and  Allison  do  something  almost,  every  week. 
The  activity'  itself  doesn’t  really  matter.  What  matters  is  that 
liz  is  able  to  get  in  the  car,  leave  her  parents  at  home  where 
they  belong  and  just  “hang”  with  a friend. 

liz  has  learned  a lot  from  the  Just  Friends  program  and  from 
Allison.  She  has  learned  how  other  kids  her  age  feel  and  act. 

She  has  learned  about  loyalty  and  commitment.  She  has  learned 
how  to  answer  the  age-old  questions:  “Where  did  you  go?” 
(“CXit”)  and  “What  did  you  do?”  (“Nothing”).  But,  most  impor- 
tantly, she  has  learned  what  it  means  to  have  and  be  a friend. 

— Jean  Sigler 
Omaha,  Nebraska 


Appreciating 

Differences 


As  specitU  educators,  my  husband  and  I are  committed 
to  the  inclusion  of  children  and  adults  with  disabili- 
ties— in  schools,  comnuiniries  and  the  workplace. 

Our  own  daughter,  Erin,  does  not  have  disabilities, 
but  we  wanted  to  instill  in  her  an  appreciation  (as  opposed 
to  just  tolerance)  of  differenc'es  in  others.  We  knew  that  talk- 
ing about  diversity  wasn’t  enough — Erin  needed  to  have  th<' 
experience  of  being  around  people  who  others  might  view  as 
“different.”  Through  ex]K)sure,  we  felt  our  daughter  could 
develop  friendships  with  a diverse  group  of  f)eopU*. 

My  husband  and  1 have  (‘ulturally  diverse  friends  and 
friends  with  disabilities,  so  Erin  has  always  had  lots  of  ('xpo- 
sure  to  adults  who  ai-e  different  from  Mom  and  Dad.  But  we 
also  wjunted  Erin  to  b('  open  to  ha\ing  friends  with  disabili- 
ties w'ho  were  closer  to  luT  age.  Those  opportunities  became 
available  when  Erin  stai1('d  kindergjuien  and  a (‘hild  with 
autism  was  included  in  hvr  (‘lassr(H)m.  The  kindergmien 
tea(‘her  created  an  atmosplu're  of  acceptance  tlirough  both 


Erin  Callahan,  6,  and  Michael  Festino,  4,  excavate  a sandbox 
“constmction  site”  at  the  local  park. 

word  and  action.  This  outsUmding  teacher  treated 
(’hristoplu'r  as  one  of  thi‘  gmig,  being  matter-of-fact  about  his 
occasional  need  for  extra  attention. 

One  day,  I \isited  the  classroom  during  “(‘ircle  time.”  As 
the  other  children  sat  on  carpet  squares  listening  to  a story, 
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Christx)pher  walked  around  the 
classrcxjm.  Erin  saw  me  start  to 
approach  him  and  quickly  inter- 
vened. “Mother,  it’s  OK,”  she  told  me. 
“Cliristopher  needs  to  walk  around  some.”  I realized  Erin 
was  learning  in  her  own  way  that  children  have  different 
needs  at  different  times. 

During  that  same  year,  our  family  developed  a friendship 
with  another  family  that  included  a four-year-old  boy  with 
Down  syndrome.  I didn’t  feel  the  need  to  “set  the  stage”  for 
the  children’s  first  meeting  by  explaining  about  Down  syn- 
drome. I wanted  Erin  to  get  to  know  Michael  first;  the  ques- 
tions would  come  later. 

After  spending  some  time  with  Michael,  Erin  asked  me  why 
he  doesn’t  talk  very  much.  I told  her  that  some  children  have 
difficulty  using  words  to  talk;  instead,  they  may  use  sign  lan- 
guage, picture  books  or  computers.  Erin  also  asked  if  she 
could  get  Down  syndrome.  I explained  that  children  are  bom 
with  Down  syndrome,  that  it  is  not  an  illness.  I try  to  choose 


my  words  carefully  so  as  not  to  diminish  the  person  with  a 
disability;  I also  want  to  be  sure  that  my  explanations  don’t 
make  Erin  afraid  to  interact  with  another  child.  In  fact,  Erin 
and  Michael  have  become  great  friends.  They  ei^oy  going 
places  with  each  other  and  spending  time  at  the  other’s  home. 

Here  are  some  suggestions  I’d  give  other  paients  who  are 
trying  to  facilitate  these  kinds  of  friendships: 

• Anstvei'  questions.  Don’t  make  a child  feel  embarrassed 
about  asking  questions.  Wlien  answeiing  questions,  be 
honest  and  direct. 

• Avoid  kibels.  Instead,  describe  the  child  with  a disability  in 
positive  ways.  Instead  of  saying,  “Johnny  doesn’t  talk,”  you 
can  say  “Johnny  talks  with  liis  hands.” 

• Make  inclusion  a rcgnlar  habit.  Take  advantage  of  every- 
day opportunities  such  as  birthday  parties  and  weekend  out- 
ings to  include  children  with  differences,  so  friendships  have 
a chance  to  \\vow. 

— Teresa  R.  Callahan 
Ocean  Springs,  Mississippi 


Special  Friendships 


Lately,  friendship  has  been  one  of  my  top  concerns  for 
both  of  my  children,  one  of  whom  has  severe  physi- 
cal, intellectual  and  visual  disabilities.  In  meetings 
with  other  parents  of  children  with  disabilities,  I find 
they  are  also  preoccupied  with  the  “friend  situation.”  1 tliink 
many  of  us  have  start  ed  thinking  about  friendship  because 
the  inclusion  movement  has  made  us  question  all  the  limits 
placed  on  om*  children’s  lives,  whether  or  not  our  cliildren 
are  involved  in  “inclusive”  education. 

I am  troubled,  however,  that  other  parents  rarely  consider 
other  children  with  disabilities  as  potential  friends  for  their 
children.  We  expect  parents  of  “regular”  children  not  to  dis- 
criminate against  our  children,  but  we  discriminate  against 
them  omselves.  I’m  not  saying  that  the  friendships  of  a child 
with  special  needs  should  be  restricted  to  other  children 
wiUi  di.sabilities,  but  I strongly  believe  that  the  possibility  of 
such  friendships  should  not  be  dismissed. 

My  four-year-old  son,  Isaac,  has  such  severe  disabilities 
that  the  other  children  who  attend  his  special  education  pro 
gram  do  not  provide  friendship  oppoiliuiities  in  the  usual 
sense.  It  is  clear,  however,  that  he  er\joys  their  company.  His 
teacher  tells  me  that  he  consUmtly  iq^proaches  his  class- 
mates and  attempts  to  initiate  social  interaction.  Sometimes, 
he  and  another  child  will  susUiin  an  ongoing  interaction  for  a 
fairly  extended  period.  It  is  distressing  to  me  that  the  pm’onts 
of  these  classmates  do  not  seem  interested  in  trying  to  sup- 
port these  “friendships”  outside  of  school. 

1 liave  been  fortumite  to  IxK'onie  friends  with  tlu'  mollu'r  of  a 
lK>y  who  has  disalnlities  somewhat  less  st'veie  tlijui  Ls^uu*  s.  Ihls 
moUxT  hiis  also  btH^n  interested  in  promoting  friendsliip  Ix't wmi 
our  sons.  Isaac  and  her  son,  Brian,  eqjoy  each  other’s  company 
and  nuM?t  each  oUkt’s  needs  in  ways  tJiat  “regulfu  ” friends  miglit 
nnt  Both  boys  er\joy  a k'vel  and  type  of  pliysical  contacl  tliat  is 


Isaac  Sugar,  4,  (le.t)  enjoys  playing  with 
Brian  Matsumoto,  0. 


not  typical  of  boys 
their  age;  tJiey  also 
eqjoy  manyofthe 
same  play  activities. 

I know  the  other  boy 
looks  forward  to  his 
play  dates  with  my 
son  and  Ukes  having 
a true  friend.  And  if 
Isaac  could  commiuii- 
CiUe  such  an  absdaci 
thouglit,  I’m  sure  he 
would  say  the  same.  — ' . 

I don’t  mean  to  say  tliat  my  son  cannot  be  friends  with  a 
cltild  who  does  not  have  disabilities.  Lsaac  certainly  ei\joys  the 
company  of  “legular”  diildren.  He  also  benefits  from  exposure 
to  ciiildren  who  use  language  wtil  and  behave  in  an  age- 
appropriate  manner.  In  mtum.  Isaac  offers  these  ciiildren  an 
oi\joyal>le  ex}jerience  free  of  competition  and  aggiession.  He 
is  luueserved  about  exi)ressing  affection  imd  admimtion. 
llK'se  children  may  also  leani  that  the  differenc*es  Iniween 
themselves  and  my  son  iu*e  not  so  great  as  tliey  may  first 
seem. 

1 c*ertainly  ho|x»  that  Isaiic  will  have  g(xxi  friends  in  the  yeius 
alx'ad.  I fully  expect  that  nxuiy  of  thosi'  friends  will  have  some* 
sort  of  disability.  Having  a friend  wiUi  disiUiilities  d(x*s  not  make 
Isaac  mom  “dlsalJed,”  any  more  thim  IxTriending  my  son  would 
K‘veal  a failing  in  a “nonnal”  child.  My  goal  for  Lsiiac  Is  the  «une 
iis  my  goj^d  for  c'veryone  else  in  our  fmnily — to  be  open  to 
friendship  wlxMiever  an  opportunity  presents  itself,  mid  to 
create  such  opport unities  whenever  ixi.ssible. 

— Ltffine  Tanior 
West  Bloon{lieldy  Michigan 
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When  these  friends  hit  the  mall,  the  Disney  Store  is  their  first 
stop.  Angela  Hope  titterilla,  14,  is  surrounded  by  (from  left) 
Brittney  Otterback,  Kathy  Reyna,  Hillary  Bertran-Harris, 
Claire  Andrews,  Tiish  Howard  and  Nicole  Myers.  Friends 
since  the  fourth  grade,  Angela  and  the  rest  of  the  crew  are 
now  in  junior  high  school  Angela,  who  lives  in  Oceanside, 
Caiifomia,  has  cerebral  palsy  and  uses  augmentative 
communication. 


Checking  out  the  underwater  creatures  at  the  NatiorMi 
Aquarium  in  Baltimore,  Maryland  are  (from  lefQ  Stephanie 
Nelson,  6,  Caleb  Nelson,  8,  Kyte  Laursen,  6,  arxl  KaHin 
Laursen,  3.  Best  buddies  Caleb  and  Kyie  have  achondroplasia, 
a form  of  dwarfism,  and  see  the  same  doctor  In  Baltimore. 
Their  parents  try  to  coordinate  the  boys’  medical  appointments 
so  the  friends  can  spend  time  with  each  other  during  these 
mini-vacations.  The  Nelsons  live  in  Columbia,  Missouri;  the 
Laursens  live  in  Springfield,  Missouri. 


Would  you  like  to  share  a favorite  candid  snapshot  or  slide  of  your 
child  and/or  family  with  other  readers  of  Exceptional  Parent?  Send  it  to: 
Readers'  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was 
taken,  address  and  daytime  phone  number,  and  identify  everyone  in  the 
photo.  If  you  like,  you  can  also  write  a few  sentences  about  your  child. 
Then  look  for  a familiar  face  in  an  upcoming  issuel 


""David  Onwukwe,  5, 
shows  his  affection  . 
for  next-door 
neighbor  and  best 
friend  Joshua 
Chartienitx,  10.  The 
boys,  who  live  in 
Washington,  DC, 
enjoy  playing  with 
toy  cars  and  trucks 
on  the  sidewalk, 
splashing  In  Josh's  wading  pool  and  passing  cookies, 
candy  and  other  treats  through  the  fence  between  their 
homes.  Joshua  has  cerebral  palsy. 


Best  friends  Kelsey  Welch 
(left)  and  Lyle  Eldridge,  both 
9,  enjoy  Lyle's  birthday 
bash.  It  was  no  surprise  that 
Lyle  chose  to  celebrate  his 
birthday  at  Pizza  Hut — he’s 
a big  fan  of  Italian  food! 

Lyle,  of  Montrose,  California, 
and  Kelsey,  of  Quartz  Hill, 
California,  have  Down 
syndrome. 


Eight-year-old  Adam 
Malone  (left)  and  best 
friend  Jimmy  Dio,  6, 
strut  their  stuff  in  a 
class  production  of 
“Sentimental  Journey” 
at  Anna  McCabe 
Elementary  School  In 
Greenville,  Rhode 
Island.  Adam's  mom, 
Diane,  says  that 
Jimmy  can  always  be 
found  beside  Adanv- 
except  when  he's 
behind  him,  pushing 
Adam's  wheelchairl 
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Grocery 

Ba^age 

by  Timothy  Perry 


Ido  diapers.  Lots  of  ti\em.  I wash 
dishes,  do  iaundiy  and  wipe  ruiuiy 
noses.  I take  my  daughter,  Chelsea, 

I to  therapy  sessions  and  doctor 
ai^pointnients.  So  it  was  no  sur- 
prise— to  me  anyway — that  this 
fatlier  might  be  grocery  shopping 
with  his  daugliter  one  busy  Saturday 
morning  at  the  local  mega-market. 

“Excuse  me. . .”  came  a tentative 
voice  from  beliind  me  in  the  checkout 
lane.  I turned  to  see  a silver-haired 
woman  in  her  mid-fifties. 

“I  couldn’t  help  but  notice.  Does 
your  daugliter  have  something  wrong 
with  her  legs?” 

Chelsea  sat  in  tlie  grocery  cart.  She 
was  grinning  wildly  and  sucking  up 
eye  contact  like  a Kirby  upright,  but 
tliree  inches  of  orthopedic  bracing 
I wer  e plainly  visible  to  anyone  who 

I cared  to  look. 

j “She  has  spina  bifida,”  I offered, 
i “Chelsea  can’t  really  walk  on  her 
own.” 

I wondered  if  this  woman  would 
react  as  so  many  others  have. . . by 
abruptly  ending  the  conversation 
without  uttering  another  word. 

I C’onfronting  disatrility  turns  many 
: people  instantly  mute.  It’s  an  all  too 

I common  response,  but  one  to  which  I 
; have  always  tried  to  be  empathetic. 
After  aD,  t wo  and  a half  years  ago,  I 
wiis  walking  in  their  Reeboks. 

“Oh  my.  She  looks  so. . . healthy.  ” 
“She  is,  really!”  I declared. 


Chelsea  is  as  bright,  intelligent  and 
cheerful  a toddler  as  any  I know.  She 
exliibits  none  of  tlie  physiological 
cues  that  point  to  conditions  like 
Down  syndrome  or  cerebral  palsy. 
Seated  in  a grocery  cart,  there  is  little 
to  indicate  she  has  any  problem  at 
I all. . . unless  one  spots  those  braces. 

“Fm  afraid  I don’t  know  what  spina 
bifida  is,”  the  woman  volunteered. 


I Two^-year-old  Chelsea  grackxisly  accepts 
j the  obligatory  peck  on  the  cheek  from  twin 
brother  Patrick.  According  to  Dad,  a bit  of 
I sibling  rivalry  has  flared  in  the  two  years 
I since  this  photo  was  snapped. 


Fathers*  Voices  is  a yvgularjixitnyv  of  ExcHn'iomLPAiifW' magazine.  This  (vhimn, 
cvoniimiU^  bg  James  May,  Ftvjeii  Dhvctor  of  the  National  Fatlur's  Nehvoi'k,fcK'nses 
on  fathers*  evjxriences  nxiring  chiidmi  with  special  needs.  Your  cotitiibiUions  to  this 
a)tumn  anp  eneoumged. 

For  moiv  iiifbnnation  about  the  National  Fathers*  Net tvot'k  (NFN)  or  to  mviiv 
their  newsletter,  write  or  call:  National  Fathefs*  Netwofix^  The  Kindering  Center, 
lOmNF.  Eighth  Sheet,  Belleime  WA  98008,  (206)  747-tt(m  or  (206)  28tf^96m 
O'cur).  Funded  by  a Maternal  and  Child  Health  Bxnvau  gmni,  the  NFN  ptvvides  net’ 
irarking  opixni  uni  ties  for  fathexs;  dewtops  supjwfi  and  mentoring  progmms;  and 
ctvates  aariculum  pmmotingfathefs  as  signijicant,  nuritiring  ixeople  in  their  chib 
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i *s  and  fam  Hies*  li ves. 
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her  tone  suggesting  a fair  bit  of 
apprehension. 

“Tliat’s  OK.  When  she  was  bom, 
neither  did  I,  But- you  can  bet  1 do 
now!” 

So. . . just  how  much  to  tell  this 
woman?  We  were  in  a short  chec  kout 
lane  and  this  could  tiun  into  a veiy 
long  story.  But  both  my  wife  and  I had 
done  this  before — hit  the  high  points 
and  if  they  ask,  deliver  additional 
infonnation  on  an  as-needed  basis. 

I explained  that  a cltild  with  spina 
bifida  is  bom  with  a hole  in  the  spine. 
As  a result,  a lot  of  normal  nerve  con- 
nectionis  never  reach  their  appointed 
destinations.  Tlie  severity  of  spina 
bifida  can  vary  widely,  fr  om  nearly 
total  incapacitation  to  extremely  mild 
physical  effects.  Chelsea’s  condition 
fell  somewhere  in  the  cavernous 
middle  ground. 

Then  I stopped  and  pondered  what 
tills  woman’s  reaction  would  be  if  1 
told  her  the  whole  stoiy.  Chelsi^a’s 
inability  to  walk  is  but  one  ramification 
of  our  family’s  situation.  I could  liave 
talked  for  hoitrs  about  the  endless 
surgeries,  physic*al  theii^iy  sessions 
and  doctor’s  appointments;  about  tlie 
medical  bills — big  enougli  to  rival  the 
GNP  of  some  third  world  nations; 
about  the  friars  that  rage  inside  nu' 
like  caged  demons.  There  exists  an 
oven>oweiing  downside  to  (’helst'a’s 
nu‘(ii(‘iil  condition,  but  most  times,  I 
only  sc'e  tin*  upside  to  life  with  my 
(laughter. 

Significmit  parental  bias  aside, 

CiiHtnne'ii  on  fuefr 
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Th^e  Events  That  Make  a 


Rosemont;  IL 

August  11-13 
(Chicago) 

' Rosemont 
Convention  Center 


I 


San  Mqteo,  CA 

September  29 - 
October  1 

(Son  Francisco  Bay  (Area) , 
San  Mateo  txpo  Center 


Attend  Attend  Attend 

• Make  new  friendS/  en|oy  sports  demos  and  special  events... have  fun! 
• Discover  new  prodncts...try  andj  biiy^  need! 


The  Number  One  Show  of  Products  and  Services  for  People  with  Opabilities 


Exhibits  Showcase  FREE  Daily  Wo  Coihpttter  'Center 

New  Products  and  Sports  Demos  Can  Assist  You 

200  ExJiibits:  Vans,  Lifts,  Whedchalrs,  Geared  to  your  special  needsi  Share  in  learn  about  the  latest  in  adapted 

Exercisers,  Computers,  3-Wheel  the  knowledge  of  experts.  computer  and  communication 

Scooters,  Clothing,  Dally  living  Aids,  technology.  Hands  on  demonstrations, 

Personal  Care  Products,  Toys  and  moi^  free  compute  seminars. 


ABILITIES  EXPO  is  a must  attend  event  for  all  ages,  fomUies,  seniors,  health  core  providers, 
educators  and  rehabilitation  professionals.  For  more  information  please  call  (203)  2S64700  ext.  131 


1^5  Expocon  Munugement  Associates,  Inc.  Produced  ari^  Managed  by  Expocon  Management  Associates,  Inc.  In  conjunction  with  RCW  Productions. 


' rnnliuHt^d  frotn  paqr 

I 

! Chelsea  is  strikingly  beautifiil.  Once 
I establishing  eye  contact  witli  a likely 
i victim,  she  locks  on  like  a pair  of  vise 
! grips.  Perfect  strangers  are  drawn  to 
^ her  gaze. . . and  Chelsea  had  sunk  her 
I hooks  into  this  woman  from  the  get  go. 
i I ejcplained  that  I really  felt  quite 
I thankful.  Chelsea  is  a very  happy  little 
girl.  Her  condition  is  nowhere  close  to 
a worst  case  scenario 
1 and  the  long-term  out- 
look is  as  bright  as  can 
I be  expected  under  the 
: conditions, 

i “But  she’ll  grow  out 
of  it,  right?”  the 
woman  asked  opti- 
■ mistically. 

Children  grow  out  of 
‘ a great  many  things — 
colic,  ear  infections, 

! teething.  But  unfortu- 
nately, spina  bifida  isn’t 
3 among  them. 

“No,  I’m  afiaid  she 
' won’t” 


! “Oh  don’t  you  give  up  hope  now! 
j Doctors  are  doing  incredible  things 
j these  days.  You  never  know!  Maybe 
someday...” 

I Her  voice  trailed  off  as  my  mind 

j revisited  familiar  tenain.  Plenty  of 
I things  can  be  done  to  help  someone 
j witli  spina  bifida  Wheelchairs,  specially- 
! equipped  vehicles  and  other  gadgetty 
are  available  to  smooth  off 
the  rough  edges. . . but  there 
exists  no  cure.  Not  now, 
maybe  not  ever. 

. .It  really  is  amazing  to 
see  the  progress  they’re 
making.  You  just  keep  pray- 
ing, okay*?” 

I looked  into  her  eyes, 
genuinely  touched  by  the 
compassion  of  this  perfect 
stranger.  She  stood  in  sloarp 
contrast  to  the  casliier 


Mom  and  Chelsea,  3,  engage 
in  some  high-speed  travel 
around  the  neighborhood. 


CarePlus  Briefs 


New  Youth  Size! 


From  the  Makers  of 

SufetyS 


Fluff  in  the  Wings  offers 
superior  leakage  protection. 
Especially  helpful  at  night! 

Dry  Zone  Technology  has  extra 
protection  where  it  is  needed  most. 
Targeted  absorbent  polymer  draws 
fluid  away  from  skin  for  a drier  feel. 


To  receive  a FREE  sample  of  CarePlus  Briefs,  a FREE  Catalog  and  an  S8 
coupon  send  this  coupon  along  with  $1  for  shipping  and  handling  to:  HDIS,  1215 
Dielman  Industrial  Court,  Olivette,  IMO,  63132.  Please  check  what  size  brief 
you  need: 

HIP  SIZE  (check  one):  DYoulh  18-26”  □ Small  20-31”  □ Medium  32-44"  □ Large  45-58" 

#For  Information  Call  ^ 

1-800-2MY-HOME  

HDIS  (1-800-269-4663)  City.Stntc.zip 
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whose  eyes  had 
remained 
transfixed  on  the 
floor  tile  through- 
out this  entire 
conversation. 

I pushed  my 
cait  forward, 
then  turned. 

“Keep  praying?  I 
wouldn’t  know 
how'  to  stop! 

Comes  with  the 

territory.  I do 

diapers,  too.  Did  I mention  I do 
diapers?  And  runny  noses...  lots  of 
runny  noses!”  EP 


Chelsea  waits  for 
the  school  bus  to 
arrive  for  her  first 
day  of  preschool  in 
September  1994, 


Timothij  A.  Peny,  lives  in 
Waterfordy  Mkiiigmi  with  his  ivife^ 
JackiCy  and  their  childreny  Laureny 
6y  and  twins  Patrick  and  Chetseay 
4y  who  fias  spina  bifida  and  hydro- 
cephalus. l^mothy  is  a free-lance 
feature  and  advertising  writer, 
pivducer  and  voice  talent. 


The  Baby  Joggei® 


Mobility  and  comfort  combine  for 
both  parent  and  child!  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  “The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

POB  2189,  Yakima,  WA  98907 
1 *800-241 -1848 
Safe,  stable,  endorsed  by  pediatricians. 

01990  RSI 
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Building  Community 
Resources 

Enabling  inclusion  in  community  programs  and  activities 

by  Serena  Umstead,  Kimberly  Boyd  and  Carl  Dunst 


Communities  can  provide  an 

extensive  array  of  opportunities 
for  children  and  families  to 
achieve  social  and  emotional 
well-being.  These  opportunities  may 
include  such  community  resources  as 
swimming  lessons  at  tiie  YMCA,  drop-off 
child  care  programs  at  local  churches, 
library  story  times  and  soccer  teams. 
These  activities  bring  us  out  of  our 
homes  and  connect  us  to  one  anoJier. 

The  Building  Community  Resoiures 
project  of  the  Child  and  Family  Studies 
Program  at  the  AUeglieny-Singer 
Research  Institute  in  Pittsburgh, 
Penrt^lvania  is  developing  and  testing 
strategies  to  support  full  community  par- 
ticipation by  children  with  disabilities  and 
their  families.  The  projecl  Is  working  with 
families  in  two  very  different  Pennsylvania 
commimitie&  One  is  a small  industrial 
town  that  has  experienced  difficult  ec  o- 
nomic  times;  the  second  is  a developing 
bedroom  conununity  on  the  outskirts  of  a 
m^yor  metropolitan  area 
The  goals  of  the  project  are  to  identily 
available  programs  and  activities  in  the 
community,  to  enliance  the  capacity  of 
these  programs  to  involve  all  conununity 
members,  and  to  foster  eryoyable  family 
paiticipalion  in  these  community  pro- 
grams and  activities — day  care  centers, 
neighboritood  organizations,  churches 
and  synagogues,  recreation  centers, 
libraries,  parks,  pools  and  playgrounds, 
hospitals  and  health  centers,  museums, 
^ri  leagues  and  scout  troops. 

BeneGts  of  community  participation 

Although  many  £amilies  receive  support 
from  professionals  woridng  wiUr  their 
childr^,  paiticipadcm  in  “speciaT  pro- 
granB  may  actually  contribute  to  a fan% 
sense  of  isolation  fremr  their  community. 
AWiouglT  the  support  of  seiNice  pio^^ 
carr  be  vaiuabk^>  iknilies  wh^ 
in  coiranuntty  activities  can  also  acc 
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support,  assistance  and  encouragement 
in  the  same  way  as  their  neighbors. 

When  problems  arise,  they  can  look  to 
friends,  neighbors  or  fellow  church 
members. 

Community  involvement  allows  fami- 
lies to  build  relationships  that  do  not 
focus  on  a child’s  disability  or  differ- 
ence. For  example,  one  parent 
involved  in  the  project  said  she  par- 
ticularly enjoyed  the  friendships  she 
made  while  waiting  for  her  daughter 
Lakeisha  at  swimming  and  gymnastics 
classes.  She  told  us  that  when  she 
ran  into  tliese  other  parents  at  the 
supermarket  or  mall,  they  had 
many  tilings  to  talk  about,  including 
their  children’s  accomplishments 
and  activities. 

Parents  also  talk  about  the 
beii(Tits  of  giving  other  community 
members  the  chance  to  know 
their  child  and  family.  Otlier 
childien  come  to  understand  that  chil- 
dren witli  disabilities  share  many  of 
their  om\  talents  and  interests.  Children 
who  play  and  learn  together  develop 
respect  for  each  otheris  abilities. 


their  daughter.  Unfortunately,  the  pool 
at  the  local  recreation  center  was  not 
equipped  with  the  lift  that  would  be 
necessary  to  get  eight-year-old  Carley 
safely  into  and  out  of  the  pool  Using 
the  mapping  process,  Carley’s  parents 
identified  a number  of  civic  and  pliilan- 
thropic  organizations;  when 
asked. 


On  the  beam: 

Doug  Umstead  (right)  enjoys  participating 
in  a community  gymnastics  class. 


Making  it  work 

The  first  step  in  building  community 
resources  is  to  identify  or  “mgq)”  com- 
munity assets.  This  process  stalls  by 
identifying  your  family’s  goals  and 
aj^iraticHis — the  e^qieriences  you  would 
like  your  diild  or  family  to  liave.  Next, 
identify  the  types  of  programs  or  activi- 
ties that  would  meet  those  goals,  along 
with  the  supports  your  family  or  child 
might  need  for  participation.  Finally,  use 
various  infomiation  resources-^rinted 
information  and  information  provided  by 
other  members  of  the  cewnmunity-— to 
identify  potential  activities  and  su][^ita 
For  example,  the  parents  of  an  eigh^ 
year-oW  child  with  cerebral  pa%  were 
Interested  in  swimming  lessons  for 


one  of  tliese  groups  was  willing  to  pur- 
chase the  needed  equipment 
The  Building  Community  Resources 
project  has  talked  with  a number  of 
families  who  have  a history  of  success- 
fully accessing  community  programs 
for  tiieir  children  with  special  needs. 

We  asked  about  the  strategies  they 
used.  Here  are  some  things  tliey  told  us: 

• Finding  resources — ^Families  often  did 
a lot  of  legwork  to  identify  sq)pix^riate 
programs  for  their  children.  They  some- 
times learned  about  activities  through  the 
I^vone  bodk  or  local  newspapers,  but 
more  often  found  out  about  community 
[Hx^grams  Irem  otiier  &milieu 

• Providing  irdbrmatiofi  to  ptv- 
grams^-Mmy  families  chose  not  to 
reveal  their  diikl’s  disability  during  the 
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first  contact  with  a program.  For  some 
families,  the  information  tliey  provide 
depends  on  the  circumstances;  many 
provide  only  the  information  needed  to 
make  successful  adaptations  of  particu- 
lar enviromnents  and  activities. 

• The  hnixyrtance  of 'key  Piaget's'* — As 
a general  iiile,  successful  participation 
in  a particulai*  activity  depended  on  the 
attitude  of  the  person  having  the  most 
direct  contact  with  the  child  with  a dis- 
ability. Many  families  spoke  glowingly 
of  individual  swimming  instructors, 
gymnastic*s  coaches  or  preschool  teach- 
ers; others  spoke  of  difficulties  encoun- 
tered in  similar  settings  but  with  differ- 
ent individuals. 

The  program  in  action 
Using  what  we  have  learned  fix>m  tlie 
experiences  of  successful  families,  the 
Building  Community  Resources  staff 
helps  otlier  families  explore  invoK^ement 
in  community  activities.  Once  a family 
chooses  or  targets  an  activity  or  program, 
tlie  family  decides  how  the  project  staff 
might  help.  Some  families  Just  need  a few 
phone  numbers  to  get  them  on  tlieir  way; 
others  might  want  to  brainstorm  for 
strategies  to  uicrease  a child’s  participation 
at  a local  libiaiy  or  playground. 

In  such  cases,  the  project  staff  mobi- 
lizes an  informal  commuiuty  *1;eam,” 
biinging  together  the  family  and  c*ommu- 
nity  members  to  develop  and  test  various 
strategies  for  successfid  involvement 
Strategies  may  focus  on  sliaring  informa- 
tion about  the  child,  ensuring  safety, 
building  friendships,  making  physical 
adaptations  or  securing  ftinding. 

In  the  case  of  Carley’s  swimming 
lessons,  for  example,  her  parents  and 
the  swimming  instructor  were  con- 
cerned about  Carley’s  physical  safety. 
Together  they  decided  that  an  additional 
p>erson  in  the  water  would  be  the  best 
solution — someone  who  could  focus 
specifically  on  Carley’s  safety.  The  last 
thing  Cariey  wanted  was  to  “stand  out” 
by  having  her  mother  in  the  p>ool,  so  the 
team  considered  other  pec^le  who 
might  be  available  and  more  appropri- 
ate. As  it  turned  out,  one  of  Ci\rley*s 
favorite  cousins  happ>ened  to  be 
working  at  the  pool  for  the  summer  so 
slie  was  available  and  happy  to  assist 
llie  in5trucU)r  waapleas^  with  how 


Indusioiyit  the  Library 

( want  all  three  of  my  children  to  love  books  ar)d  enjoy  reading.  I have  always  taken 
my  older  children  to'die  library,  but  I kept  my  youngest  child,  Joey,  ^ homd^for^ 
first  few  yean^  of  his  life,  Then,  on  one  of  }oe/s  first  trips  to  the  library,  one  of  the 
librarians  yelled  at  him,  even  though  I was  trying  very  hard  to  help  him  limit  his  loud 
outibursts  and  running. 

I called  the  Building  Community  Resources  team  for  help.  They  asked  what  I 
wanted;  I told  them  I wanted  that  particular  librarian  to  "loosen  up."  I also  wanted  to 
play  a behind-the-scenes  role  in  their  m\v^\  contacts  with  the  library.  I did  nc^  want 
to  tell  the  librarian  about  Joe/s  diagnosis  because  I thought  she  would  only  see  the 
label  and  not  the  child.  I asked  that  the  Building  Community  Resources  team  contact 
the  library  in  such  a way  that  nobody  would  make  an  association  between  my 
child's  behavior  and  the  contact. 

The  team  met  with  the  children's  librarian  to  introduce  the  Building  Community 
Resources  project.  They  offered  their  problem-solving  services  to  help  file  library  make 
the  children's  room  and  activities  accessible  for  all  youngsters  in  the  community.  The 
team  also  asked  about  strategies  the  library  staff  had  found  helpful  for  including  children 
with  differing  abilities. 

During  this  conversation,  the  librarian  mentioned  the  library's  concerns  about 
including  children  with  behavior  management  challenges.  In  response,  the  team  was 
able  to  talk  about  the  possible  causes  for  difficult  behaviors  and  offer  sorne  strategies 
that  have  proven  helpful  for  children  and  families  in  similar  circumstances. 

After  this  meetin.'  the  team  got  back  In  contact  with  me  and  suggested  I begin  a 
dialogue  with  this  librarian  to  explain  how  much  1 value  the  library's  programs  and 
why  1 want  ai)  my  children  to  be  active  at  the  library.  Using  team  members  as  facilitators, 
the  librarian  and  I began  working  together  to  find  ways  for  ail  my  children  to  use  the 
library  regularly  and  for  my  youngest  child  to  start  attending  story  hours.  I feel  really 
good  that  1 was  able  to  work  things  out  with  the  librarian  and  that  my  son  will  be  able 
to  participate  in  children's  room  activities. 

Wenzel 

Pottstom,  Pennsylvania 


smoothly  the  dass  went,  and  having  a 
helper  in  the  pool  allowed  her  to  spend 
more  time  with  each  child. 

Focusing  on  similarities 
Tlie  successes  of  the  families  we  Itave 
worked  with  thus  far  are  especially 
encoura^g.  Perhaps  most  encouraging 
is  the  willingness  of  community  mem- 
bers and  organizations  to  accommodate 
families’  desires  to  have  their  children 
piuticipate  in  community  activities. 

The  Building  Community  Resources 
project  stresses  the  similarities  between 
children  with  and  without  disabilities. 
Focusing  on  similarities  rather  than  dif- 
ferences places  the  emphasis  on  shared 
experiences.  This  is  not  to  <iay  that  dis- 
abilities are  ignored.  Rather,  supports 
are  put  into  place  to  miniii\ize  the 
effects  of  the  disability  so  the  entire 
community  can  er\joy  the  benefits  of 
shared  experiences.  CP 

Serena  Umstead  is  the  mother  of 
Jbrisiny  12,  and  Doug,  5,  a child  with 
special  needs.  She  is  a immunity 
resource  oocndiiwdch^in  fbttstown^ 
Pennsyhxmiafor  the  Building 
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Danny  Builie  (right)  enjoyed 
participating  in  a weekend  Cub  Scout 
campout  with  other  members  of  his  den. 

Community  Resout'ces  prcgoct  of  the 
Child  and  Family  Studies  program  qf 
AUegheny-Sivger  Research  Institute  in 
Piltsburyh,  Pennsylvania. 

Kimberly  Boyd  is  co-director  qf  the 
project  Cart  Dunst  is  a senior  research 
scientist  untkAUeghenySinger 
Research  Institute. 

Also  obntrUmting  to  this  article  tvere 
team  members  Holly  Stields- 
Menegaazi,  Una  Bode  tu^DimieUe  ' 
Sauer. 
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Mostly  For  Kids 

Books  and  Videos  About 


I Have  Epilepsy  Too 


Lee  the  Rabbit  with  Epilepsy 

Uy  Deborah  M.  Moss 
\Voodbine  House.  Inc.  198^^ 

Read  your  child  this  delightful  sior\'  about  the 
young  rabbit  with  epilepsy. 

This  brightly  illustrated  picture  book  follows  the 
adventures  of  a small  rabbit  who  has  seizures. 

It  tells  how  lee  and  her  family  cope  with  the 
challenges  of  epilepsy,  beginning  with  Lee’s  first 
seizure  and  initial  visit  to  the  doctor,  through  her 
diagnosis  and  treatment.  Use  it  to  explain  epilepsy 
to  your  child  with  epilepsy,  as  well  as  brothers, 
sisters,  and  friends.  Ages  3-6 

Catalog#  133LRB  SI  2.95 

23-Page  Hardcover  Book 

Mom,  I Have  a Staring  Problem 


lulia,  Mungo,  and  the 
Earthquake 

A Story  for  Young  People  About  Epilepsy 

By  Saxby  Pridmore,  MD  and  Mary'  McGrath 
Imagination  Press,  1991 

Children  who  have  epilepsy  are  frequently  teased 
and  rejected  by  other  children.  This  book  tells  the 
story  of  a young  girl  with  epilepsy  who  becomes  the 
school  heroine.  It  addresses  barriers  that  children 
with  epilepsy  confront  and  can  help  improve  the  self 
esteem  of  the  child  with  epilepsy.  Ages  6-12. 

Catalog  # 209QKE  $7.95 

47-Page  Softcover  Book 


Yo  Tambi^n  Tengo  Epilepsia 

Winner  of  the  CINE  Golden  Eagle  Award 

Introduce  your  child  to  other  children  with  epilepsy. 
‘T  Have  Epilepsy  Too"  inter\1ews  nine  children 
with  epilepsy  who  discuss  their  experiences  with 
seizures  ai\d  coping  with  the  physical  and  emo- 
tional aspects  of  epilepsy.  The  primary  message  is 
that  epilepsy  is  only  one  part  of  their 
lives.  A useful  \'ideo  to  improve  under- 
standing among  brothers  and  sisters.  A 
Family  Video  Library  presentation. 
(1990) 

Catalog  # 51  DIET  (English) 

# 529IHE  (Spanish) 
VHS  Vidcocassette,  10-Minutcs 
SI 3.46  EFA  Member 
$14.95  Non-Member 


Dotty  the  Dalmatian  has 
Epilepsy 


Brothers  and  Sisters:  A Guide 
for  Families  of  Children  with 
Epilepsy 

This  guide  looks  at  the  effect  epilepsy  has  on  the 
"other  children"  in  the  family.  It  examines  the 
sibling  relationship  when  epilepsy  is  a factor. 


A true  story  ^ petit  mat  seizures  and  the  hidden 
problem  it  can  cause:  Learning  Disability 
By  Marian  Carla  Buckel  and  Tiffany  Buckel  1994 

Tiffany,  a seven  year  old.  describes  her  experience 
with  petit  mal  seizures:  her  feelings,  wishes  and 
fears.  Written  to  help  adults  recognize  a hidden 
problem  that  could  be  occurring  with  a child  who 
has  learning  problems. 

Catalog  # 220MSP  $3.95 
24-Pagc  Softcover  Book 


From  the  Dr.  Wellbook  Collection 
Tim  Peters  & Company,  1993 

A delightful  illustrated  story  for  young  children.  This 
is  the  stor\'  of  Dott\'  the  Dalmatian  who  discovers 
she  has  epilepsy.  At  first  Dott\'  feels  embarrassed 
and  afraid,  but  once  she  learns  to  accept  and  control 
the  seizures  she  happily  goes  back  to  her  important 
job  helping  the  fire  fighters  sa\'c  lives.  Ages  2-6. 

Catalog  # 208DDB  $4.95 

16*Page  Softcover  Book 


"Brothers  and  Sisters"  is  di\'ided  into  two  sections. 
The  first  half  is  written  specifically  for  siblings  to 
read  with  separate  sections  based  on  age.  The 
second  half  of  the  guide  is  written  for  parents  and 
other  adult  family  members  (aunts,  uncles,  and 
grandparents)  to  help  them  understand  and 
handle  sibling  concerns.  (1992) 

Catalog  # 1 72BSF  $9.86  EFA  Member 

95-Pagc  Guide  $10.95  Non-Member 

Epilepsy  in  the  Teen  Years 

How  do  teenagers  with  erllepsy  cope  with  their 
disorders?  "Epilepsy  in  the  Teen  Years"  explores 
the  li\'es  of  four  teenagers  with  epilepsy.  They  dis- 
cuss issues  of  special  importance  to  them  includ- 
ing school,  sports,  friends  and  driving.  A Family 
Video  Librar\'  presentation.  (1990) 

Catalog#  5 15ETY 
VHS  Vidcocassette.  12-Minutcs 
$13.46  EFA  Member  r — i 
$14.95  Non-Member 


Spider  Man  Battles  the  Myth  Monster 

Let  Spidcr-Man  help  you  battle  the  Myth  Monster! 

Spider-Man  helps  bring  truth  and  justice  to  the  lives  of  three 
children  with  hidden  health  conditions:  epilepsy,  asthma  and 
diabetes.  This  comic  book  is  an  excellent  resource  for  anyone 
working  with  children.  It  encourages  acceptance  and  understand 
ing  among  all  children.  Ages  8- 1 1 . ( 1 99 1 ) 

16-Pagc  Comic  Book 


Mail  to:  Epilepsy  Foundation  of  America,  Attn:  Catalog  Sales  Department.  4351  Garden  City  Drive,  Landover,  MD  20785 


Order  by  phone 
or  mail  today! 

CREDIT  CARD 
ORDERS  ONLY 

301-577-0100 

Monday- Fridny 
(9  a.m.-5  p.m.  F^ST) 

FAX  YOUR  ORDER 

301-577-9056 


Name 

Cornpany 


Address  r/Vo  RO.  Boxes  Please) 
City/State/Zip 

Phone  ' ~ 

EFA  Memb(  rship  # 

Please  chetk  method  of  payment: 

J Check  enclosed. 
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Card#  

Signature  . . 
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129SMM 

SPIDER  MAN 

1 

FREE 

000 

Shipping  A Handling  SUBTOTAL 
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Under  $5  00  $100 
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Nick  and  his  community 
experience  a very  special  basketball  game 


If  someone  had  told  me  when  I was  pregnant  that  my  son 
would  bo  on  a championship  basketball  team,  I would 
have  been  proud.  If  someone  had  said  tlie  same  tiling 
wlien  Nicholas  was  two,  I would  have  cried,  thinking  it 
the  cmel  joke  of  a heartless  person. 

Nicholas  Is  14  now,  but  since  the  age  of  18  months,  doctors, 
thempists  and  special  teacheis  have  been  a big  part  of  his  life. 
Nick  has  a severe  s^ieech  disorder,  mild  mental  retardation 
cuid  mild  to  modeiate  fine-  and  gross-motor  delays.  When  Nick 
w;.is  two  years  old,  a doctor  told  us  he  didn’t  know  how  well 
our  son  would  walk — ^if  he  walktHl  at  all.  IVelve  years  later, 
jdthough  liis  gait  is  awkw^ai'd,  Nick  walks;  in  fact,  as  a paitici- 
pant  in  the  1990  New  Orlecuis  Cresc-ent  City  Classic  junior 
road  race,  he  ran  a mile  in  just  over  13  minutes.  And.  althougli 
it  might  have  seemed  an  impossible  dream  12  years  ago,  Nick 
has  indeed  played  basketbiill  with  the  Nuggets,  a 
lt)cal  te<un  that  won  playgixxind  champi- 
onships in  1992  and  1994. 


ComMUHtty 


A special  season 
llio  1994  basketbjill  season 
was  \*eiy  speciiil.  Th('  (*ama- 
nidene  and  sportsmanlike 
(‘onduct  exhibited  by  Nick’s 
peom  far  suii)assed  my  expoc 
tations.  Wlieneun*  the  team 
was  jUiead,  Nick's  teammates 
would  make  signific  ant  efforts  to 
give  liim  the  ball,  allowing  him  oppor- 
turdties  to  make  shots. 

On  one  such  evening,  Nick’s  teimunates  ga\'C 
him  repeated  c:hanc*es  to  make  a shot.  Each  time, 
they'd  get  the  ball  and  head  down  the  court.  Nick 
st(X)d  in  a designated  spot  beneath  the  basket,  sur- 
rounded by  his  buddies.  The  center  would  drive  the 
ball  down  and  pass  to  Nick.  Then,  with  his  whole 
team  guarding  him,  Nick  would  attempt  a shot. 

That  night,  despite  several  attempts,  Nick  had 
stiU  failed  to  make  a basket*  Either  he 
missed,  or  a player  on  the  opposing  team 
managed  to  block  the  ball.  Nick’s  team- 
mates moved  him  closer  to  tlie  goal  for 
a few  more  tries.  Still  no  luck.  Then  it 
Itappened.. . not  only  did  Nick’s 
teammates  rally  around  and  guard 
him,  but— quite  visibly— 4he  players 
on  the  other  team  backed  oiff, 
allowing  Nick  time  to  set  up  and 
tiy  for  the  shot  When  the  bail 
swished  tharougii  Uie  net,  not  only 


A 

Championship 
Season 


by  Rose  Gilbert 
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did  Nick’s  team  cheer  and 
applaud,  so  did  tiie  other  team, 
all  the  playeis  on  the  benches 
and  all  the  moms  and  dads  in  the  bleachers. 


Years  of  exposure 

How  did  this  happen?  How  did  an  entire  community  reach 
the  point  of  being  able  to  show  such  unselfish  support  to  a 
member  with  a disability?  It  didn’t  happen  just  during  that 
one  game  or  one  season.  It  took  all  14  years  of  Nick’s  life — 
years  of  exposure  to  the  community,  years  of  living  and  going 
to  school  in  our  neighborhood. 

Mike  and  I have  always  seen  Nick  as  a child  who  just  hap- 
pened to  have  a disability.  Altliough  our  dreanris  for  Nick  were 
severely  altered,  we  never  stopped  having  expectations  for  liLs 
behavior  and  his  participation  in  the  community. 

We  have  used  tiie  everyday  activities  of 
our  lives  to  teach  Nick  independence. 
Grocery  shopping,  banking  and 
even  voting  offered  Nicholas  new 
opportunities  for  learning  in  the 
comnumity. 

Each  year,  we  have  acljustcxl 
his  daily  school  schedule  to 
include  more  or  different  oppor- 
timities  for  Nick  to  be  ai*ound 
peers  witliout  disabiiitic'S. 
Furtliennore,  we  have  negotiated 
witli  tlie  school  system  to  keep  Nick 
with  the  same  group  of  students  from  yeai*  to 
year.  Tliis  has  allowed  him  to  develop  close  relation- 
ships witli  classmates,  lelationships  that  paved  the 
way  for  the  establishment  of  very  natural  supports. 

We  took  chances.  Before  basketball,  there  was  a 
year  of  gymnastics  and  a few  seasons  of  track. 

When  Nick  participated  in  the  AWANA  Club  at  our 
church,  a Christian  boys  and  girls  program  like 
Boy  Scouts,  he  was  allowed  to  move  at  his 
own  pace  and  receive  appropriate  support 
and  adaptations  in  earnirig  badges. 

VJhen  he  started  playing  basketball, 
Nick  was  allowed  to  play  on  a team 
of  younger  players.  Nick  wasn’t 
always  readily  accepted,  but  we 
kept  exposing  the  community  to 
the  challenge  of  our  ciifferences 
and  expectations. 

No,  that  ^Hjcial  night  on  the  bas- 
ketball court  didn’t  just  happen.  The 
funilies  In  the  Ueachers  and  the 

continn^Hi  tm  page  AO 
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Your  child  will  go  far... 
with  my  CooperCar! 


New  and  improved! 

1 ) More  power 

2)  Proportional  joystick 

3)  More  speeds 


Adaptable  to  aoy  child, 
any  switch  and... 

...less  than  $1000! 

(FOR  BASIC  COMPONENETS) 


SAM 

.my  Switch-Adapted 
Mouse  device... 

...lets  you  plug 
switches  into  your 
computerl 


the  line  comes  down,  .ihe 
i finger  goes  across. | 


Use  a single  switch  to 
control  both. 


czm;oi  a o d a D 9 a n n a. 
p p n a D 0.  0 o p 

Q D □ □ □ P 


CrossScanner 

...lets  one  switch  (or  any 
pointing  device)  do 
everything  on  your  Mac 
or  Windows  computer! 


also  make  a variety  of  special  needs 


software  for  your  Mac,  Windows,  or  Apple  11 


computer. 

Hi! 

I'm  RJ  Cooper,  inventor  of  the  CooperCar.  SAM. 
and  many  .special  needs  computer  programs  for  your 
child.  I've  been  helping  parents  and  professionals 
for  10  years  now.  and  I'm  here  to  help  you! 

When  you  call  me.  I'll  share  with  you  my 
experience.s,  methods,  and  materials  that  have 
helped  thousands  of  children  become  successful, 
many  for  the  first  time  in  their  lives! 

So,  for  a free  catalog  or  advice,  call  me,  RJ,  at... 


1-800-RJCooper 


RJ  Cooper  & Associates 


24843  Del  Prado  #283  Dana  PT,  CA  92629 
Voice:  714-240-4853  Fax:  714-240-9785 
Email:  rjcoop@aol.com 
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younji  boys  on  the  basketball  court  had  known  Nick  for  years. 
They’d  attended  school  with  him,  and  seen  him  at  the  bank,  at 
tho  grocery  store,  at  McDonald’s,  at  church,  at  the  gym  and 
throughout  our  community. 

Life  lessons 

Months  after  basketball  season  ended,  I was  waiting  in  line  at 
a fast  food  restaurant  when  Nick  turned  to  a st.ranger  and 
said,  **!  ’member  you!”  This  “stranger”  turned  out  to  be  the 
mother  of  one  of  Nick’s  teammates,  the  boy  who  always  set 
up  the  shots  for  Nick.  She  conversed  with  Nick  for  a few  min- 
utes, tlien  turned  to  me  and  told  n\e  how  special  she  thought 
those  games  had  been. 

Another  mother  shared  what  her  son  had  said  about  the 
night  his  team,  several  points  behind  in  the  game,  had  relaxed 
their  guard  and  allowed  Nick  to  keep  trying  until  he  made 
that  basket  for  the  opposing  team.  “Mom,”  he’d  told  her,  “that 
was  the  hardest  thing  I’ve  ever  done.”  But  just  think  of  the  life 
lessoas  those  boys  were  learning  that  night! 


Joining  Nicholas  for  a backyard  basketball  game  are  (from  left) 
cousin  Danny  Porter,  Nuggets  teammate  Chester  Schwaii  and 
Sunday  school  friend  Jonathan  McGee. 


Wt'  would  advise  other  families  to  hang  in  there,  take 
chances  and  be  realistic.  We  continue  to  work  towaid  our  goal 
of  independence  for  Nick.  Each  year  of  school  and  conununity 
involvement  has  built  on  lessons  learned  tlie  year  before.  As 
always,  we  continue  to  focas  on  Nick’s  strengtlis — his  strong 
sense  of  direction  love  of  people.  The  successt^s  we’ve 

experienced  thus  fai*  have  been  grounded  in  these  strengths.  EP 

R()S(*  Gilbrfi  liix\s  in  llamhan,  Ijoiiisidna  with  Mike,  her 
hvsband  of  18  yeai’s,  and  their  two  sons,  Nicholas,  74,  and 
Aamn,  4.  Rose  is  director  of  Families  Helping  Families  of 
Greater  New  (hieans  (FHFofGNO),  one  of  a )ietnHek  of  nine 
familg-dimied  tvsoiove  centeis  in  the  state.  Rose  has  also 
Ixen  co-diivetor  of  hojeet  PROMl^,  Ijonisiana's  Parent 
Daining  and  Information  Center,  a pmgntm  of  FI  IF  of  GNO. 
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Respite  Care 

and  the  Religious  Community 

by  Bill  Van  Dyken 


1 remember  well  the  astonished  response — ”Do  you 

mean  someone  from  our  church  would  actually  call  and 
invite  my  child  over  to  their  house?” 

“Yes!”  I replied  with  certainty.  The  mother’s  face  bright- 
ened, and  titen  saddened. 

“No,  I don’t  tliink  so,”  she  said  softly.  “No  one  from  our 
church  has  ever  asked  our  son  over.  In  fact,  I really  don’t 
think  anyone  cares.” 

I think  about  those  words  of  resignation  every  time  I hear*  of 
a family  who  has  a child  with  a disability  and  needs  conrmunity 
help  to  ^ve  them  some  time  off  from  the  demands  of  caring  for 
their  child.  These  words  are  far  too  common  among  families 
who  liave  been  faithful  members  of  their  reli^ous  group,  but 
feel  lonely  and  abandoned  by  their  faith  comnuinity.  I can  sym- 
pathize with  the  family  who  des- 
perately needs  help — we,  too, 
have  a child  with  a disability.  But 
because  I am  a pastor,  I c*an  also 
identify  with  j)eople  in  the  faith 
community  who  at  times  may 
. seem  unhelphil  and  uncaring. 
People  in  tire  religious  cronr- 
inunity  do  care,  but  they  some- 
times lack  the  knowledge  or 
organizatiorral  skills  to  cany 
out  that  care.  Yet,  with  the 
right  promotion,  luging  and 
organization,  religious  comnru- 
nities  can  provide  respite  care 
in  an  effective  way 

In  the  last  five  years,  I have 
worked  with  20  different  reli- 
gious groups  to  set  up  respite 
- programs.  Out  of  those  20  pro- 
grams, about  half  are  still  operating. 

Of  course,  situations  change— pec^le  move  and  other 
avenues  of  recite  qpen  rp,  such  as  govermnent-fiinded  pro- 
grams. Fbr  the  most  part,  however,  the 
Icwngernrurmirig  piograrns  aie 
have  an  active  committee  in  the  congrega- 
tion cOTtihuing  to  nK)nitor  aiKl  pn^^ 
lesjrite  care, 

Organizing  respite  for  Katie's  parents 
£>ean  and  laurie  had  not  been  in  town 
very  Itmg,  but  liad  heard  about  aprograrp 
for  family  respite.  Ihek  daughter,  Katie, 

^ic  ,63 


Although  the 
Gabhart  family— (clockwise  from 
left)  Dean,  Laurie,  Jeff,  Katie  and 
Tim—was  new  to  their  congre- 
gation, 1 5 volunteers  came  for- 
ward to  provide  respite  care  for 
Katie,  who  has  Sotos  syndrome. 


Kathy  Schreurs  (right) 
describes  her  first  experience 
with  respite  care  as  a “disaster.” 
Now,  she  is  one  of  Katie’s 
favorite  caregivers. 


has  Sotos 

syndrome  and  mild  to  moder- 
ate mental  retardation.  She 
needs  help  with  dressing,  toi- 
leting and  eating.  Katie’s  par- 
ents responded  to  a survey 
indicating  tiiat  they  would  be 
interested  in  respite  care 
through  their  faith  group.  — 

Ron,  the  couple’s  pastor,  was  more  than  willing  to  be 
involved  in  recruiting  volunteers  and  helping  with  the  neces- 
sary organization  of  the  program.  I offered  to  help  him  by 
speaking  to  potential  respite  providers.  Fifteen  possible 

volunteers  attended  the  first  organizational  meeting.  I^aurie 
later  commented,  “As  relatively  new  members  of  the  church, 
we  were  overwhelmed  by  the  response  and  encoiuaged  by 
the  willingness  of  people  to  help 
us  out.” 

Before  the  oiganizational  meeting 
took  place,  I itsked  Pastor  Ron  if 
he  knew  of  someone  who  ould 
be  willing  to  coordinate  the  pro- 
gram. Church  member  Pam  Wright 
agreed  to  take  on  that  role.  Her  job 
would  be  to  phone  volunteers  and 
send  out  written  reminders  before 
each  respite  visit.  This  was  to 
occui*  twice  a month  initially;  if 
there  was  a need  for  additional 
respite,  Dean  and  Laurie  could  ask 
for  more  help. 

At  the  organizational  meeting,  we  spent  most  of  our  time 
talking  about  what  it  means  to  take  care  of  Katie.  Her  parents 
and  teacher  shared  their  insights  on  Katie’s  needs.  We  dis- 
cussed Katie’s  habits,  likes  and  dislikes  and  ability  to  ac^jitst  to 
new  situations.  (Katie’s  medical  needs  were  minimal,  but  in 
other  cases,  it  may  be  helpful  to  invite  a medical  professional 

continued  on  page  4S 
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Volunteer  Lorraine  Roorda  (left)  admits  to  some 
Initial  ieiuctaix»  to  volunteer  for  the  respite 
program.  But  with  the  ancouragernent  of 
husband  Hessel  (righQ,  she  genre  it  aty  Now 
•he  says,  "My  confidonce  in  caring  for  a special 
child  has  grown.  I have  the  aatofaction  of  doiiig 
sonwthing  to  ghre  Katie%  psrants  a short  braalc 
and  I hwe  gained  some  new  Msnde  as  wsH.*’ 
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^teps  to  a Successful  Respite  Prc^rani 


« Compile  a inailing  Ust:  Wbrk  with  local  agencies  to  compile  a mailing 
list  of  families  who  have  ch  ildren  with  disabilities. 

• Determine  community  interech  In  cooperation  with  cooperating  agen- 
cies/send out  a sun/ey  asking  parents  if  they  would  be  interested  in  respite 
care  through  their  faith  community. 

• Provide  details:  Tell  interested  parents  about  the  use  of  volunteer  respite 
providers  in  religious  congregations.  Explain  that  recruitment  of  these  vol- 
unteers and  a program  coordinator  will  be  handled  through  the  religious 
group,  but  that  they  have  the  final  say  regarding  choice  of  volunteers.  Ask 
permission  to  contact  their  faith  leader. 

• Infbnn  €uth  leader  of  famil/s  need  for  respite:  Teli  the  leader  of  the 
family's  congregation  about  the  use  of  volunteers  as  respite  providers.  Ask 
him  or  her  if  there  is  an  existing  group  in  the  congregation  that  might  be 
willing  to  take  this  on  as  a project. 

• Develop  recruitment  strategies:  With  faith  leader  or  working  group, 
decide  on  the  best  way  to  recruit  volunteers.  Ideas  may  include  bulletin 
announcements  (if  parents  feel  comfortable  with  this  approach),  personal 
appeals  and  speakers — parents  from  other  congregations  who  are  current 
respite  users  may  be  especially  effective  speakers. 

• Find  a program  coordinator:  Get  someone  who  is  compassionate, 
available  for  calls  and,  preferably,  unrelated  to  the  respite-using  family.  The 
congregation's  secretary  or  a senior  citizen  who  is  usually  at  home  and 


near  the  phone  may  be  ideal  for  this  role. 

• M up  an  organizational  meeting:  [>3  this  after  at  least  si,x  potential 
unteers  have  signed  up.  Have  volunteers  meet. with  the  parents,  the  child 
and,  if  appropriate,  educational  anchor  health  care  professiorials.  It  Is  helpful 
if  a child's  parents  and  other  professionals  can  pmvicte  wri^  Infoimatlon 
about  the  child  that  can  be  distributed  to  volunteers. 

• Set  up  guidelines  with  parents:  Make  note  of  the  times,  places  and  fre- 
quency of  respite  the  family  is  seeking.  Remind  parents  to  go  through  coor- 
dinator for  all  respite  needs. 

• Set  ^p  guidelines  with  program  cooniinaton  The  coordinator  will  make  all 
respite  arrangements.  If  parents  have  need  for  additional  respite,  the  coordina- 
tor can  make  arrangements  with  volunteers.  Have  coordinators  send 
nemirders  to  providers  before  each  scheduled  respite  time.  Make  sure  ail 
respite  providers  have  the  coordinator's  phone  number. 

• Promote  congregational  awareness:  It  is  important  that  the  religious 
community  feel  a sense  of  "ownership"  of  the  program.  An  article  in  the 
faith  group's  publication,  notes  of  appreciation  to  respite  providers  and 
public  mention  of  the  program  from  the  faitii  leader  contribute  to  congre- 
gational awareness  and  this  feeling  of  ownership. 

• Evaluate  program:  Evaluate  a new  program  within  the  first  three  months. 
After  that,  do  it  every  six  months.  Check  with  the  parents  and  the  coordi- 
nator to  see  how  well  the  process  Is  working. 
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Finally...Headgear  designed 
just  for  little  kids... 

(...And  now  for  Grown-ups  too!) 

And  the  healthcare  professional’s  answer  to  safety. 

ProtectaCap®  is  Plum  Enterprises’  exclusive,  patented 
custom-fitting  protective  headgear  designed  with  the 
safety,  comfort  and  self-esteem  of  children  in  mind.  Made 
with  proven  Ensolite*  foam  for  superior  impact-absorbency, 
ProtectaCap  provides  maximum  head  coverage-  with  the 
comfort  and  safety  of  less  than  3 ounces  of  weight! 
Meticulously  hand-stitched  in  a variety  of  wonderful  fab'  os, 
ProtectaCap  features  our  exclusive  soft  cottonknit  Velcroedi 
chin  strap.  And  ProtectaCaps®  are  machine-washable  and 
dryable!  Now  available  in  5 sizes, 
Newborn  thru  Adult,  ProtectaCap  is 
ideal  for  post-surgery,  therapeutic 
activities,  neonatal  and  geriatric  care. 

**ProtectaCap  Is  wonderful!” 

W Jost  Micheisen.  MD 
Professor/Chatrman  Dapt . Neurosurgery 
Monteftore  Medical  Center.  Bronx.  NY 

^OjMex  Maiiufactuiod  Exclutively  By 

Piteise.  inc 

Or4cr  Now  9 clyston  Circle 

1^00-321 -PLUM  PO  Box  283 

Worcesler,  PA  19490 
. Phone  (610)  584-5003 

M§dicsid  Approv§d  Fax  (610)  584-4151 

Worldwide  Patents  Penoinq  


ScfiooC 

For  Children  With  Cerebral  Palsy 


Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 

• Physical  Therapy  • Special  Education 

• Occupational  Therapy  * Therapy 

. Special  Medical 

• Spmchand  Attention 

UnguagoThemny  . Adapted  Racraattona! 

• Communication  Aids  Activities 

HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  rrx)re.  The  experiencedstaff  and  well- respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  Information  write  or  call; 

Diane  L.  Gallagher,  Director 


HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 
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to  the  organizational  meeting  to  provide  an  overview  of  a 
child’s  medical  condition  and  special  needs.  In  some  cases, 
respite  volunteers  may  need  to  learn  special  techniques  to 
care  for  a child  with  complex  medical  needs.) 

We  talked  about  the  need  to  start  slowly  with  Katie,  letting 
the  newness  of  these  visits  be  short  We  also  spoke  about 
where  respite  care  should  take  place — a decision  that  needs  to 
be  made  by  individual  faniilies.  Katie’s  family  decided  that  she 
should  be  cared  for  outside  of  the  home;  this  would  allow  Dean 
and  Laurie  to  spend  more  time  with  their  other  two  children. 

Positive  experiences  for  volunteers 
A few  volunteers  will  eventually  become  “favorites”  for  the  child 
and  family.  Katie  is  particulariy  fond  of  Kathy,  but  this  did  not 
happen  overnight  In  feet,  Kathy  recalls  her  first  official  respite 
ejqperieuce  as  “a  disaster” — ^“When  I went  to  pick  Katie  up,  she 
clung  to  her  father  and  was  very  emphatic  about  not  wanting  to 
go  out  with  me.  ‘Nol’  is  a pretty  clear  word  Katie  was  upset,  her 
father  was  embarrassed,  and  I was  devastated” 

It  look  Kathy  some  time  before  she  felt  ready  to  try  again. 

But  after  a few  visits  with  the  entire  family,  including  a trip  to 
an  ice  cream  parlor,  Katie  decided  outings  with  Kathy  might 
be  fun.  Now  they  regularly  eiyoy  a variety  of  activities 
together — ^attending  basketball  games,  going  to  the  mall, 
baking  cookies  and  feeding  Kathy’s  guinea  pig. 

Lorraine,  a 70-year-old  grandmother,  was  initially  reluctant 
to  be  part  of  the  respite  program.  She  remarked,  “Even  though 
I had  a desire  to  help,  I decided  I was  not  C£q>able  of  caring  for 
Katie.”  But  when  Lorraine’s  husband  offered  encouragement, 
she  decided  to  give  it  a try.  Now  Lorraine  reports,  “This  has 
been  a good  experience  for  me.  My  confidence  in  caring  for  a 
special  child  has  grown.  “ 

Responses  from  other  volunteers  have  been  equally  positive. 
Ariel,  a special  education  teacher,  commented,  “Being  involved 
in  the  respite  care  program  with  Katie  has  given  me  a way  to 
use  the  abilities  God  gave  me  and  help  friends  in  the  process,” 

Kids  also  benefit 

Respite  not  orify  ^es  parents  a much-needed  break;  the  pro- 
gram may  also  provide  their  children  with  socialization  experi- 
ences. As  Dean  and  Laurie  put  it,  “Respite  has  allowed  Katie  to 
experience  more  and  varied  social  situations  and  to  become 
more  accepted  as  a member  of  the  church  and  community.” 
When  I hear  discouraging  words  from  parents  who  have  given 
up  on  thdr  faith  community,  I think  about  the  words  of  other  par- 
ents such  as  Derrick  and  Maria  who  wrote:  “We  have  greatly 
appreciated  the  respite  program  through  our  church.  The  mem- 
bers of  our  respite  team  are  very  willing  to  help  as  out  when 
needed  and  seemed  to  have  gained  as  much  as  we  have  in  build- 
ing a relationship  with  our  family.”EP 

BiU  Van  Dyken  is  an  ordained  postfrr 
and  chaplain  in  the  CJhiistian 
Reformed  Church.  Since  1987 y he  has 
been  religious  services  cooixiinatvr  at 
Hope  Haven  in  Rock  Valley y Iowa.  Hope 
HaveUy  a rehabilitation  and  housing 


;Hi0  Pciwejc  of  Love  ^ ^ 

: ^igot  nrwr-  ■ ■ 

'Vy  .ried,  he  knew  he  was  / 
getting  a "package  . 

jMdngwith  meca^  my  , 

a lively,  verbai  . sj 
six  year-old  who  loves  to  be  ' 

the  center  of  attention,  and 
BraniJon,  4,  who  has  been 
diagnosed  with  pervasive 
developmental  disorder  (PDD) 
and  autistic  tendencies.  We 
thought  we  knew  what  we 
were  getting  into,  but  neither 
of  us  was  prepared  for  the 
amount  of  adjustment  it  would 
take  to  become  a "family." 

"It's  just  going  to  take  time,"  we  told  ourselves.  But  within  a few 
months,  we  realized  things  were  getting  worse  instead  of  better. 

Bob  felt  rejected  by  the  lx>ys  and  neglected  by  me,  I was  over- 
whelmed; I felt  like  I was  taking  on  responsibility  for  all  the  rela- 
tionships in  the  house.  I was  constantly  exhaust^  from  work  and 
worry.  The  boys  were  showing  their  frustration  with  our  awkward 
first  attempts  at  parenting  logger. 

We  first  heard  about  the  respite  program  through  our  area  educa- 
tion agency.  Initially,  the  thought  of  asking  for  help  filled  us  with 
apprehension.  When  Pastor  Bill  spoke  to  our  congregation  and 
asked  for  volunteers,  I was  sure  the  sign-up  sheet  would  stay  empty. 
Then  we  found  out  that  1 2 families  had  volunteered!  We  were 
relieved  and  filled  with  joy;  we  were  being  heard  and  understood 
Instead  of  judged.  Just  knowing  that  other  people  were  willing  to 
help  did  a lot  to  make  us  fee!  better  about  ourselves  as  a family. 

The  program  has  worked  well  for  us.  Each  volunteer  family  is 
different,  so  we  ask  what  they  feel  comfortable  doing  the  first  time. 
Some  b^in  by  coming  to  our  house  to  ask  questions  and  meet 
Brandon,  Others  seem  comfortable  just  "taking  the  plunge,"  so  we 
go  ahead  arri  drop  Brandon  off  for  a visit.  So  far,  every  home  has 
had  something  to  spark  his  interest— an  Interesting  video,  a dog, 
pigs,  cows,  pizza  or  a person  with  blonde,  straight  hair  (a  special 
favorite  with  Brandon). 

The  respite  program  gives  us  the  chance  to  attend  a support 
group  once  a month  without  having  to  find  a sitter  who  "can  han- 
dle" Brandon.  Volunteers  will  also  take  Brandon  just  to  give  us  a 
break  or  allow  us  spend  some  time  with  attention-starved  Matthew. 
And  a few  families  have  gone  beyond  the  call  of  duty  and  cared 
for  both  boys,  giving  Bob  and  me  some  much-needed  time  with 
each  other. 

We're  so  thankful  for  these  people  who  so  willingly  give  their 
time  and  love  to  our  son.  We  were  initially  surprised  that  our 
church  was  so  open  to  this  program,  but  we  have  come  to  realize 
that  we  can  never  underestimate  the  power  of  love  in  God's  people. 

— Ter/  Mika 
Inwocxl,  fowa 


agenepy  has  solved  people  of  all  ages  with  intellectual 
impabifnents  for  mow  than  SO  yeais. 

BUI  edits  Pastor  m Pas7Y)/?,  a quartedy  newsletter  for 
area  churches.  He  is  a boa  rd  memben'  of  the  Christian 
Council  on  Persons  with  Disabilitws.  He  and  his  wifc% 
Baitamy  live  in  Rock  Valley  with  twins  Matthew  and  LoiUy 
16.  Their  oldest  .sr;??,  Marky  is  mairied  and  lives  in  FoH 
Wagney  Indiana. 


wedding  day,  Ter!  and  Bob  Mika 
pose  with  their  ti0^-made  fam- 
ily, sons  Matthew,  6,  and 
Brandoa4. 
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Integrated 

ccHiOmify  Nei^borhood  Playgroups 

Creating  an  environment  where  friendships  can  blossom 

by  Trudy  Marsh  Grable 


I can  vividly  recall  the  sunny,  warm 
and  heartbreaking  Sunday  after- 
noon that  I started  my  first  journal. 

I had  heard  others  say  that  keeping 
a journal  is  ther^eutic,  and  desperate 
to  rid  myself  of  the  frustration  and  sor- 
row I felt,  I purchased  a blue,  paisley 
print,  hardcover  “blank  book.”  Eager  to 
begin  this  ten-dollar  ther^y,  I put  pen 
to  pg^r  and  began  writing — ^awkwardly 
at  first — about  my  feelings  and  dififtculties 
as  I worked  at  the  daunting  task  of 
integrating  my  little  blonde  beauty  into 
our  world. 

My  daughter,  Lauren,  experienced 
her  fiist  seizure  at  three  months  of 
age.  It  was  not  to  be  her  last.  She  was 
eventually  diagnosed  with  an  epilepsy 
syndrome  known  as  Lennox-Gaustaut, 
along  with  developmental  and  lan- 
guage delays.  Her  behavior  was  unpre- 
dictable, impulsive  and  often  invasive. 
The  neighborhood  children  who  came 
into  contact  with  Lauren  were  hesitant 
and  sometimes  fearful  of  her  impre- 
dictable  nature. 

On  the  day  of  my  first  journal  entry, 
I felt  particularly  defeated.  It  was  the 
second  or  third  time  I had  taken 
Lauren  to  Sunday  school.  Katherine, 
the  Sunday  school  teacher,  was  very 
willing  to  include  Lauren  in  the 
class;  Td  stayed  to  assist  her.  Sadly, 

It  became  {^parent  to  me  that  this 
was  not  working.  Due  to  Laments 
disruptive  and  distracting  behavior,  I 
needed  to  remove  her  from  the 
classroom  repeatedly.  I recall 
standing  outside  widi  Lauren, 
peering  through  the  classroom  wim 
dcW^dp 

I saw 

develb{)ing  ill  other  cWl^n, 
Ahiiough.tbto  0014^  of  was 


Lauren,  the  developmental  gap 
seemed  insurmountably  vast.  I left, 
feeling  hopeless  and  heartbroken. 

At  home,  I wrote  in  my  new  journal — 
“I  think  I will  start  a neighborhood 
playgroup.”  I never  could  have  imag- 
ined the  sequence  of  events  that 
would  follow — or  their  positive 
impact  on  Laiuen,  our  family  and  our 
neighborhood... 

Getting  started 

I had  no  road  map  for  beginning  this 
venture,  but  I forged  ahead.  Although 
Lauren  did  not  play  with  other  children, 
I knew  she  needed  socialization  and 
exposure  to  the  behaviors  of  typically- 
developing  children.  Other  mothers 
become  Girl  Scout  leaders  for  their 
daughters;  I became  a playgroup  facili- 
tator so  that  my  daughter  could  partici- 
pate in  her  community. 

I decided  the  playgroup  should  meet 
on  Friday  mornings.  I began  by  inviting 
two  neighborhood 


Durkno  the  first 
meetlog  d the  ne^|hbort>pod  ^ 


children,  one  boy  and  one  ^1,  both 
younger  than  Lauren.  To  their  parents  I 
explained  my  motivation  and  plans  for 
the  group.  Another  neighbor,  Sheny, 
provided  child  care  for  neighborhood 
children;  she  became  a great  resource 
for  identifying  additional  children  to 
include.  When  one  of  our  regular  kids 
became  ill  and  unable  to  attend,  I 
would  invite  one  of  the  children  at 
Sherry’s.  Eventually,  they  ail  became 
regular  members  of  our  group.  On 
school  holidays,  we  would  invite  their 
older  siblings  to  join  us.  They  became 
my  “helpers.” 

The  fear  of  failure  was  especially  pre- 
sent in  the  early  weeks  of  Lauren’s 
playgroup.  Not  every  session  went 
smoothly.  This  would  make  it  difficult 
to  prepare  for  the  following  week.  But 
my  fears  slowly  resolved  as  I began  to 
realize  that  the  sessions,  no  matter  how 
I felt  about  them,  were  well-received  by 
the  children. 

Growing  pains 

My  biggest  challenge  was  to 
watch  the  developmental  gap 
widen  between  Lauren  and  the 
other  children.  It  was  never  ea^ 
to  watch  the  younger  children’s 
abilities  surpass  Lauren’s.  Many 
times,  those  feelings  made  me  think 
about  brining  the  group  to  an  end. 

I was  forced  to  reexamine  my 
goals-^s  group  was  for  Lauren, 
not  for  me.  No  matter  liow  I felt,  I 
had  to  realize  that  the 
was  receiving  ftom  the  playgroup 
greatly  outwei^ied  the  sense  of  loss  1 

lnjaway,th^ 

becemie  nk>re  dgcepds\g  of  Latiren’s 
dUrereiKies.  TWs  was  not  es^.  InWally/ 
I would  tty  to  en(;xi^^  to 


^ “Alts  and  crafts”  activities  lent  themselves 

quite  naturally  to  Individualization.  Different  children  could 
work  on  different  activfties  during  the  same  art  session.  And 


children  with  more  advanced  skills  (like  being  able  to  use 
scissors)  were  able  to  help  younger  or  less*^lled  children. 


tate  the  behavioit,  of  the  other  childi*en. 
I hoped — somehow — they  would  not 
notice  she  was  **different”  When 
Lauren  went  into  **tantrum  mode,” 
throwing  herself  to  the  ground  in  front 
of  the  kids,  I would  think,  “My  God, 
they  are  going  to  notice!” 

It  took  some  time  to  let  go  of  the  ten- 
dency to  try  to  make  Lauren  appear 
“like  them,”  just  as  it  took  time  for  the 
other  children  to  accept  and  under- 
stand her  differences.  It’s  funny — as  I 
write  this,  I realize  the  kids  were  way 
ahead  of  me  in  this  i^espect 


A sense  of  belonging 

We  continued  to  “play” — first  on 
Fridays,  then  on  Saturdays — ^for  nearly 


“Circle  time”  offered  an  opportunity  for  a vari- 
ety of  social  activities  including  sign  language 
lessons  and  discussions  about  disabilities. 
Participating  in  circle  time  during  the  first  year 
of  the  playgroup  were  (from  left)  Sam,  Kelli, 
Becky  and  Lauren. 


four  years.  Three  years 
after  the  playgroup 
began,  we  moved  from 
the  neighborhood,  but 
many  of  the  original  par- 
ticipants remained 
involved  with  what  I 
called  our  “playgroup,” 
and  what  Lauren 
described  as  “the  kids 
coming.” 

Lauren’s  participation  in 
the  playgroup  provided  her 
with  a sense  of  belonging. 

Neighborhood  children  now 
greet  her  enthusiastically. 

Before  the  playgroup,  these 
same  children  headed  in  the 
opposite  direction  upon  her  approach. 
Lauren  is  now  a welcome  participant  in 
most  activities.  Through  our  communi- 
ty’s acceptance  of  our  daughter,  oui* 
entire  family  has  developed  that  same 
sense  of  belonging. 

As  for  me,  I have  thoroughly  er\joyed 
my  role  in  the  lives  of  these  neiglibor- 
hood  children.  The  playgroup  has  pro- 
vided me  with  an  opportunity  to  see  my 
daughter  in  a situation  that  fosters  suc- 
cess and  belonging.  Friendship  is  a 
dream  we  have  for  all  our  children;  the 
playgroup  became  the  tool  for  my  “spe- 


cial” child  to  achieve  that  dream.  As 
unnatural  as  it  may  seem,  there  are 
times  when  we  have  to  create  environ- 
ments in  which  friendships  can  develop. 

Lauren  is  now  in  a school  setting 
that  meets  her  academic  and  functional 
needs  and  makes  a significant  contribu- 
tion to  her  social  skills  through  inclusion 
opportunities.  Her  teacher  shares  my 
vision  of  the  gifts  our  children  can 
offer  their  peers  without  disabilities. 
Her  belief  in  inclusion  lias  rekindled 
my  dream  for  Lauren’s  full  inclusion. 

Two  years  ago,  I wrote  in  my  journal: 

continued  on  page  46 


chHdren,  including  your  child,  is  a good  • i’offw  irtvaiui^  ~ ^ 


you  can  invite  ^itl^l^hildr^  ta  |:^rtidpSfe  at  a laier  daW.  - 

• Explain  your^chil^s  disability  to  offer  patpits  in  as  niucb  d^H 
as  possible.  Do  not  assume  that  they  already  undersfend  your 
child’s  parriitiori;  even  close  friends  may  feoiuticHis  abcw  asking 
questions.  Once  parents  have  some  details,  th^  become  capable  of 
answering  questions  their  child  may  ask  at  home. 

• Seta  regular  day  and  time  to  meet  This  allows  the  parents  of  your 
participants  to  plan  their  schedules  and  increases  the  likelihood  of 
regular  attendance.  It  also  gives  you  time  to  prepare  for  each  ses- 
sion—both  physically  and  mentally. 

• Prepare  a schedule  of  activities  for  each  session.  Having  a 
schedule  allows  you  and  the  children  to  have  expectations  and 
gives  the  day  some  definition.  It  will  also  come  in  handy  when 
one  of  the  cnildren  does  not  want  to  leave  an  activity;  you  can 
refer  to  the  schedule  and  say,  "Look,  the  schedule  says  it's  time  to 
do  this  now." 

• Create  opportunities  for  your  child  to  shine.  Perhaps  v*our  child  has 
mastered  a skill  arxl  can  assist  another  child.  This  will  provide  other 
cJiildren  with  another  view  of  your  child's  capabilities. 

• f)esign  activities  in  a way  that  tiilows  eveiyono  to  cxfxricnce  suc- 
cess. For  ext’mple,  bome  children  can  practice  writing  their  names 
..while  others  trace  theirs  or  just  praciice  holding  a writing  inslrunK'nt. 






Spired  bSavtors.'Fbr'fe^^  pbIkHHay  be  W x : 

o irt^on  her  IHP  goal  of  traclrt^^i  strai^  line  while  other  cWldtei  Pe 
tracing  letters,  vVritit^isentences  or  practicing  cunslVe  wriling.The 
important  thing  isdiat  all  the  kids  ate  holding  crayons,  pens  or  pen< 
dis  and  writi,:^  on  paper.  ^ 

• Promote  sociafizationxby  pairing  children  to  work  together,  and  bv 
having  one  child  assist  ano^.  When  pairing  children,  be  prepared 
to  assist  them  with  "cooperation  skills.’’ 

• Keep  notes,  project  samples,  pictures  and  videotapes  of  the  group. 
This  helps  you  mc;5iure  the  progress  of  your  group.  Your  child  may 
enjoy  watching  tWi  videotapes— Lauren  doesl  You  may  also  want  to 
show  them  to  parents  of  new  children  you  would  like  to  invite  to 
your  group. 

• Take  time  off  when  needed.  If  you  feel  burned  out  for  longer  than 
a few  Ixxirs  after  a playgroup  session,  you  rnay  need  to  examine 
your  schedule  and  activities,  or  consider  hiring  a helper.  Teens  can 
often  fill  the  helper  role. 

• Be  kind  to  yourself.  Developing  a group  takes  time,  effort  and 
commitment  on  your  part  and  the  part  of  others.  A playgroup 
evolves  over  time  and  through  the  development  of  rclalionsliips 
between  you  and  the  children.  Think  of  yourself  as  the  conductor  of 
a new  group  of  musicians;  it  takes  time  to  create  harmony  in  the 
symphony 
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A Quality  Life  Experience 

For  Persons  with  Down  Syndrome 
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In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  1333S 
Telephone  (607)  965-8377 
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contimied  from  page  45 

‘‘Perhaps,  in  the  near  future,  our 
children  will  remain  where  they 
belong — in  their  communities, 
deveic^ing  natural  bonds  at  neigh- 
borhood schools,  in  their  front 
yards  and  at  Giii  Scout  meetings; 
and  their  lives,  along  with  the  lives 
of  their  families,  will  be  one  of 
inclusion,  not  exclusioa” 

As  parents,  we  can  be  the  dri- 
ving force  to  create  this  opportuni- 
ty for  our  children.  Through  part- 
nerships with  friends,  neighbors 
and  spouses,  a playgroup  may  be 
the  start  of  community  inclusion 
for  your  child.  EP 


Taking  a break  during  a 
1994  nature  walk  ate 
(clockwise  from  left)  fourth- 
year  playgnexjp  participants 
Jessica,  Lauren,  Rachel, 
Becky,  Andrew  and 
Elizabeth.  The  children 
used  the  “neat  stuff*  they 
collected  during  their  walk 
to  make  a collage. 


Tnidy  Ginble  lives  in  Saintoguj 
Califmifim  witk  her  husband^ 

Martin,  and  children,  Heathei\  21, 

Nicole,  17,  and  Lauren,  10.  Tnidy 
is  the  director  of  technology 
resources  at  PHP — The  Family 
Resouixe  Center  in  Santa  Clam,  . 

Califamixi,  where  she  is  also  sysop  (systems  ope)utor)  for  the 
LINCS  BBS  (electmnic  bulletin  board;  408/727-7227,  N8-1, 
up  to  14,400  bps).  Het^  Internet  e-maU  address  is 
trudy@php.com. 

Trudy  is  the  authoi'  of  Where  Do  I Begin?  Integrated 
Neighborhood  Piaygroups,  a manual  to  assist  parents  in 
developing  their  own  neighborhood  playgrxmps.  (See  below 
foi'  ordering  ivfannation.)  This  anicle  has  been  adapted 
from  a portion  of  that  manual. 


Want  to  learn  more? 

Where  Do  I Begin?  Iniegrated  Neighborhood  Playgroups 
by  T)*udy  Mamh  Otable  is  a practical,  easy-to-iead,  85-page 
manual  firr  developing  a neighborhood  playgroup  that  will 
meet  the  individual  needs  of  your 
child  and  family.  Induded  are  sug- 
gestions fat'  selecting  participants, 
planning  successful  aeiivities  and 
handling  questions  and  cmfHcts.  To 
oixley;  contact  PHP— The  Family 
Resouive  Ceyxlet;  S041  Olcott  St., 

Santa  Clam,  CA  95054-8222;  (408) 

727-5775;  e-maU:  inp@php.coni.  A 
$15  donation  is  suggested  (ail  pro- 
ceeds bemfd  PHFs  Family 
Emetgency  Fund). 

With  Tntdy  acting  as  the  tminer,  a playgroup  tmining 
pmjnm  is  available  wilhln  the  state  of  California,  lltcse 
day-long  uKJtk^,iK/ps  lutw  b^ni  developed  through  a small 
gmntfiam  the  Califoniia  Stale  Department  of  Devdopmental 
Somees.  CofUaet  PHP  for  mom  ir\fomiation. 
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Irene  Polling  author  of  Taking  Charge: 
Overcoming  the  Challenges  of  Long- 
Term  lu.NESSy  is  a parent  and  psychi- 
atric social  worker.  In  dealing  with 
her  children's  illnesses,  PoUin  became 
aware  that  professionals  receive  scant 
training  to  help  individuals  and  fam- 
ilies cope  with  Img-tarm  effects  of 
chronic  illness  or  disability.  Neither  mental  health 
nor  medical  specialists  provided  the  support  she 
and  her  husband  needed.  .After  the  loss  of  two  of  her 
own  children,  PoUin  returned  to  school  for  training 
as  a psychiatric  social  worker. 

Although  Taking  Charge:  Overcoming  the 
Challenges  of  Long-Term  Illness  was  written 
specificaUy  for  individtu^  with  long-term  illnesses, 
every  chapter  is  filled  with  powerful  information 
and  helpful  support  for  parents  and  other  family 
members.  Here's  what  nationaUy-syndicated  colum- 
nist Ann  Landers  says  about  Taking  Charge: 
fThisJ  book...  should  be  required  recuiingfor  every- 
one facing  the  challenge  of  long-term  iUness, 
whether  their  own  or  that  of  a loved  one. . . It  could 
be  the  most  valuable  gift  you  will  ever  give. " 

In  PoUin's  words — *7  have  discovered  that  by  con- 
fronting and  taking  charge  of  your  fears,  you  can 
team  to  accept  your  [or  your  loved  orie'sj  long-term 
condition.  Indeed,  you  can  once  again  take  charge  of 
your  life.  This  book  will  show  you  the  way. " Taking 
Charge  is  available  from  Excepiional  Parent  Library 
(800/535-1910).  The  following  is  an  eoccerrpU 

Feelings  You  Might  Want  to  Share 

You  may  beiieve  that  your  family  cannot  understand 
you  because  they’re  not  sick.  I have  foimd,  however, 
that  although  they  can’t  identify  with  you  completely, 
they  can  be  supportive  if  you  let  them  know  what, 
you’re  thinking.  You  miglit  want  to  sliare  the  following 
emotions  and  needs  with  your  family  to  spur  open 
communication: 

^ Tell  them  that  you  don’t  expect  them  to  solve  your 
problems.  You  just  need  them  to  listen  and  be 
supportive. 

» Tell  them  that  you  feel  like  a burden  on  them  and 
need  reassurance  that  they  don’t  mind  ^ving  the 
extra  attention  you  require. 

► Tell  them  that  you  know  they  sometimes  feel 
trapped  by  the  illness  and  by  you. 

» Tell  them  that  you  have  thou^t  a lot  about  it  and 
often  feel  the  same  way  they  do;  you  are  all  victims 
of  your  disease  and  the  positictfi  it  has  put  you  in. 

» Describe  to  them  the  kinds  of  support  you  need 


from  them.  If  you  want  space  and  time  alone, 
ask  for  it.  If  you  need  them  to  be  around  more, 
ask  for  that  too.  (This  may  not  always  work  per- 
fectly but  it’s  better  than  not  expressing  your 
desires.) 

• Let  them  know  that  you  miss  going  places  (like 
sporting  events  or  concerts)  with  them  that  liave 
become  difficult  for  you  to  manage.  Help  them 
find  alternative  activities  you  can  all  ei\joy  or  if 
you  are  too  incapacitated  to  attend  an  event, 
encourage  them  to  go  with  someone  else. 

• Tell  them  that  you  understand  that  they’re  not 
angry  at  you,  but  at  the  situation,  so  they  need 
not  feel  guilty. 

• Reassure  them  that  you  xmderstand  their  feel- 
ings— they  aren’t  too  different  from  yours.  You’re 
in  this  together. 

• Guide  them  on  how  to  treat  you:  with  sympathy, 
empathy,  or  support  while  honoring  your  inde- 
pendence and  your  feelings. 

• Let  them  know  how  important  they  are  to  you. 
You  need  them  and  you  need  to  be  needed. 

• Tell  them  how  much  you  appreciate  all  that 
they’re  doing  for  you,  even  if  they  can’t  meet 
your  expectations.  (In  fact,  given  the  circum- 
stances, you  might  have  to  reevaluate  those 
expectations.) 

• Ask  how  they  feel  about  talking  about  your  ill- 
ness; do  they  fear  being  hurtful  towards  you? 
What  subjects  does  it  hurt  them  to  bring  up  and 
what  ones  are  aU  right  to  bring  up?  (Be  sensitive 
about  how  much  they  can  tolerate.) 

• Ask  if  you’re  being  unreasonably  demanding. 
Back  off  if  you  are! 

• Ask  if  they  need  time  off.  If  they  do,  tell  them 
that  you  understand  their  needs  and  want  them 
to  have  respite. 

Watch  for  the  danger  signs  of  burnout,  such  as 
withdrawal  and  short  tempers  or  anger  directed  at 
you.  You  can  suggest  family  counseling  if  you  feel 
that  tension  is  building  and  you  don’t  know  how  to 
handle  it.  A minister  or  rabbi,  hot-line  volunteer,  self- 
help  group,  good  friend,  or  professional  counselor 
can  help  in  times  of  difficulty. 

Reprinted  with  permission  of  Times  Books,  a 
division  of  Random  House,  Inc.,  from  Taking  Charge, 

© 199^  by  Irene  PoUin. 

Correction:  The  eoccerpt  from  Taking  Charge,  that  was 
published  in  (he  June  1995  issue,  featured  a picture  of 
a different  book  with  the  same  title.  Exceptionai.  Parent 
regrets  the  error. 


VL 


V40 


JUI.V  1995  / EICEniOKU  PUENT  • « 


Why  Parents  and  Children  with  Disabilities 
Should  Have  the  Right  to  Use 

Facilitated  Communication 


by  Douglas  Biklen 


In  the  mid  1970’s,  Australian  educator  Rosemaiy  Crossley  redis- 
covered a method  of  comniunication  that  American  teacher 
and  parent  Rosalind  Oppenheim  had  used  as  early  as  the  late 
1950s  and  had  written  about  in  her  1974  book  Teaching  Metlwds 
for  Autistic  Ckildtmu  The  technique,  which  Crossley  named 
facilitated  communication  (FC),  involved  providing  physical  and 
emotional  support  to  a person  with  a developmental  disability 
(such  as  autism,  cerebral  pal;^  and  Down  ^drome)  and  limited 
or  no  qpeeck  Thissiqjport 
enabled  the  person  to  point 
reliably,  and  thus  to  communi- 
cate by  pointing  at  pictures,  at 
whole  words  or  at  letters  to  form 
words.  Crossley  first  used  FC 
with  Anne  McDonald,  a girl  with 
cerebral  pal^  living  in  an  institu- 
tion for  children  with  multiple 
disabilities,  all  of  whom  were 
presumed  severely  retarded 
The  method  is  intended  to 
help  individuals  overcome 
problems  of  voluntary  physical 
movement  including  finger  iso 
lation  (for  example,  the  ability 
to  extend  the  index  finger  while 
keeping  the  other  fingers  folded 
under  the  palm),  tremor,  hand- 
eye  coordination  and  iiutiation  of  action  (tlie  ability  to  begin, 
continue  and  stop  a movement). 

Controversy  over  authorship 
Controven^y  over  the  method  has  to  do  with  whether  facilitated 
messages  are  authored  by  the  person  with  tlie  conummication 
impairment  or  by  the  facilitator. 

Anne  McDonald  proved  her  communicative  competence  to 
the  satisfaction  of  the  Victorian  Supreme  Court  by  typing 
“string"’  and  “quit,"  after  the  words  “string”  and  “quince”  were 
given  to  her  by  tlie  presiding  officer  while  her  facilitator, 
Crossley,  was  out  of  the  room.  A court-appointed  psychologist 
also  had  Anne  take  a Peabody  Picture  Voc’abulary  Test,  in 
which  she  selected  from  a set  of  four  pictures  the  one  that 
illiLstiate<i  the  meiining  of  the  word  siiid  by  the  examiner.  Sho 
was  able  to  accomplish  this  task  independently,  tliat  is,  with- 
out physical  support.  Her  score  on  the  test  wiis  within  the 
range  expected  for  a person  her  age.  McDomild  has  sinc*e 
completed  a Baclv.Tor’s  degree  and  is  currently  enrolled  in  a 
Master  of  Arts  degrw  prognun. 


However,  the  first  formal,  published  FC  validation  study  (a 
study  to  determine  whether  FC  is  valid  communication)  pro- 
duced results  that  left  many  observers  in  a quandary.  In  this 
study,  done  by  the  Victorian  state  [Australia]  government,  three 
FC  users  were  asked  to  describe  gifts  their  facilitators  had  not 
seen;  three  others  were  asked  to  reply  to  questions  different 
than  those  ^en  the  facilitators.  Although  the  study  showed 
that  the  method  worked  for  some  people,  it  also  revealed  evi- 
dence of  facilitator  influence  on 
communication. 

Studies  raise  skepticism 
Criticism  of  FC  has  been  harsh, 
fueled  by  the  results  of  numer- 
ous controlled  studies  in  which 
people  using  FC  have  failed  to 
validate  their  communication. 

In  the  first,  conducted  in  1992, 
12  individuals  classified  as 
autistic  were  shown  colored 
pictures  of  familiar  objects  and 
asked  to  name  them.  Nom  of 
the  individuals  gave  correct 
responses  when  shown  items 
different  than  those  showm  to 
the  facilitators.  However,  in 
two  instances,  individuals  did 
name  (^propriate  categories  for  the  items  they  were  asked  to 
identify — ^responding  “vehicle”  instead  of  “van,”  and  “food” 
instead  of  “bread.” 

Nimierous  subsequent  studies  seemed  only  to  confirm  these 
results.  In  one  study  after  another,  individuals  were  showm 
pictures  that  their  facilitators  could  not  see,  or  were  asked 
questions  that  their  facilitators  could  not  hear,  and  they  did 
not  respond  correctly. 

Validation  under  controlled  conditions 
It  did  not  siuprise  me  that  people  did  so  poorly  on  tlie  early 
tests.  Being  observ'ed  or  tested  may  cause  individuals  to  per- 
fonu  more  poorly  than  usual.  Moreover,  none  of  the  early 
studies  gave  participants  the  chance  to  practice  test-taking.  In 
each  case  the  tests  were  (ione  in  one  or  two  sessions. 

Seveial  recent  studies,  however,  have  revealed  authorship 
by  people  using  Fi\  althougli  at  tlie  same  time  noting  the 
presc^nce  of  facilitator  influence.  Dr.  Carol  Vazquez  conducted 
a study  in  which  one  individual  was  abk*  to  des<.*ribe  a video 
his  facilitator  had  not  seen  and  another  was  alilc  to  identify 


Lucy  Harrison,  18,  uses  a typewriter  while  her  mother,  Nita, 
facilitates  with  one  hand  on  Lucy's  shoulder.  Lucy  began  using  FC 
In  1990,  and  was  initially  facilitated  with  wrist-level  support. 
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objects  that  her  facilitator  could  not  see.  Vazquez  concluded, 
.erratic  in  their  performance,  each  subject  was  able  to 
report  information  unknown  to  the  facilitator  in  one  out  of 
four  controlled  sessions.” 

Elliot  Simon  and  his  colleagues  asked  FC  users  to  report  on 
activities  in  which  they  had  engaged — such  as  getting  snacks 
fiom  a vending  machine  and  visiting  the  library.  The  researchers 
found  that  “for  some  students  there  is  evidence  of  authorship  for 
information  unknown  by  the  facilitator.”  But  the  researchers  also 
determined  that  facilitators  could  influence  individuals’  communi- 
catioa  In  li^t  of  these  findings,  these  researchers  strongly 
advised  pursuing  the  goal  of  independent  typing,  a goal  I had  also 
advised  in  my  book,  Communication  Ui^bound 
In  a 1993  study,  Ogletree  and  his  colleagues  evaluated  a four- 
and-arhalf-year-old’s  communication  abilities.  Without  PC,  the 
child  was  judged  to  have  the  communication  ability  of  a six- 
month-old.  With  PC,  he  produced  words — often  misspelled  or 
^iled  the  way  they  sounded — and  described  activities  about 
which  his  facilitator  was  kept  unaware — for  exanple,  blowing 
bubbles,  playing  with  water  and  svdnging.  In  conclusion,  these 
researchers  called  for  “an  open  but  objective  posture  regarding 
the  method’s  use  with  persons  with  autism.” 

A year-long  government  study  in  Queensland,  Australia,  pub- 
lished in  1993,  found  that  87  percent  of  the  24  clients  evaluated 
were  able  to  validate  their  communication  through  responses  to 
questions  about  their  activities — for  example,  asking  a person  to 
report  on  a gift  received  while  the  facilitator  was  not  present  or  to 
report  on  piano  playing  about  which  the  facilitator  was  unaware. 
About  half  of  these  individuals  were  also  successful  in  answering 
multiple-choice  tests  in  which  the  facilitator  did  not  know  the 
answers  (such  as  names  of  family  members). 

The  largest  study  of  PC  to  date  has  l)een  carried  out  in  the 
California  public  schools  by  Donald  Cardinal  and  his  colleagues. 
Their  unpublished  study  (currently  luider  review  by  a profession- 
al journal)  included  more  than  3,800  trials,  more  than  ail  of  the 
above-mentioned  studies  combined.  Students  classified  as 
“severely  disabled”  were  asked  to  speU  randomly-selected  words 
that  they  were  shown  wliile  the  facilitator  was  out  of  the  roon^ 
Tliey  were  asked  to  ^11  five  words  per  session,  in  tiuee  sessions 
per  week.  By  the  end  of  the  six-week  study,  74  percent  of  tlie  stu- 
dents were  able  to  correctly  ^11  one  or  more  of  the  words 
showi'.  to  them  by  tlie  tester  wliile  the  facilitator 
was  out  of  the  room;  half  were  Me  to  spell  at 
least  two  of  the  five  words.  On  average,  students 
reached  their  peak  perfonnance  at  this  task  afUn* 
nine  sessions.  Tlie  researc  l torn  concluded  that 
their  test  validated  commiuiication  when  lui^iy 
others  had  failed  because  the  lei^i  of  the  study 
allowed  students  to  practice  the  tost  activity — 
though  not  the  aciual  words — and  b(X‘iULS('  the 
activity  oc'cumxl  under  nattiral  eonditioas.  as  part 
of  tlie  ixguhir  sdi(K)I  day.  Por  eM\  word  tyixxl, 
H's(*iux‘hei'soslinuiUxl  tluit  tlu  »i-  was  no  more 
thfui  a one-in-omMumdml  ciuuxce  tlu^  the  facili- 
tator could  guess  tlie  word  comctly. 

At  Syracuse'  Univc'rsity,  we  have  two  controlled 
n'semxth  studies  uncleiway  in  which  bX’  ust'is  mv 
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proving  their  communicative  competence.  Both  studies  show 
that  people  are  often  able  to  succeed  with  validation  tests  if  they 
have  c^portunities  to  practice  the  type  of  test  activity  and  if  the 
task  accommexiates  particular  difficulties  such  as  word  retrievaL 
Nearly  everyone  has  difficulty  with  word  retrieval — for  exam- 
ple, wiien  we  carmot  think  of  the  name  of  someone  we  see 
during  the  day,  even  thou^  we  may  typically  be  able  to  recall  the 
correert  name  some  time  later.  Many  peqple  who  use  PC  seem  to 
have  extreme  word  retrieve  difficulty,  even  for  naming  obvious 
objects.  In  testing,  one  strategy  to  avoid  word  rerieval  problems  is 
to  provide  multiple-choice  answers;  this  allows  the  correct 
answer  to  be  available  for  selectioa 
In  our  current  studies,  individuals  have  taken  several  ses- 
sions— in  some  cases,  as  many  as  eight  sessions — before  suc- 
ceeding with  validation  tasks.  Nearly  ail  of  these  tasks  include 
multiple-choice  options  or  other  tasks  that  do  not  involve  word 
retrieval — ^for  exan^le,  unscrambling  letters  to  form  a word  or 
completing  math  problems. 

In  light  of  these  studies,  reasonable  people  must  admit  that 
some  individuals  who  were  previously  believed  incs^)able  of 
literate  communication  have  dmionstrated  that  under  the  right 
conditions,  they  are  able  to  convey  their  own  thoughts  via  PC. 

Independent  typing 

The  goal  of  PC  is  independent  typing.  Many  people  using  PC 
may  be  able  to  reach  that  goal.  Rosemary  Cross’^y  and  her 
colleague,  speech  pathologist  Jane  Remington-Gurney, 
report  that  more  than  30  individuals  with  whom  they  had 
worked  in  Australia  are  now  typing  independently.  In  North 
America,  there  have  also  been  reports  of  sub.stantial 
progress  in  typing  ability,  including  independent  typing. 

At  the  1994  annual  conference  of  TASH  (The  Association 
for  Persons  with  Severe  Handicaps),  I presented  videotapes 
of  two  individuals  typing  without  any  physical  support;  each 
had  first  learned  to  communicate  with  facilitation.  Both 
were  previously  believed  to  be  severely  retarded,  but  have 
since  demonstrated  excellent  literacy  skills. 

Again,  reasonable  people  must  admit  that  individuals  who 
learn  to  communicate  with  facilitation  and  then  achieve 
independent  typing  have  demonstrated  the  ability  to  communi- 
cate their  own  ideas. 

vouthnu'd  an  ;>a(/r  50 


\ To  learn  more... 

• Communication  Unbound,  by  Douglas  Biklen,  focuses  on  how  FC  works,  the  controversy, 
ways  of  confirming  aulhorship  and  implications  for  understanding  disability  and  ability. 
Publisheti  by  Teachers  College  Press,  Columbia  University  (PO  Box  2032,  Colchester,  VT 
05449,  800/488-2665;  $17.95  plus  $2.50  handling). 

• Under  Controlled  Conditions:  Validating  Facilitated  Communication  (video,  23  min.)  doc- 
uments a study  in  which  people  using  FC  learned  to  validate  their  communication  while 

j playing  computer  games.  Every  Step  of  the  Way:  Toward  Independent  Communication 
i (video,  20  min.)  shows  how  individuals  using  FC  have  lx?gun  to  achieve  indc[)endent  typing. 
I Available  from  the  Fac  ililated  Communication  Institute,  Syraaise  University,  Syracuse,  NY 
I 1 3244  ($50  plus  $2.50  handling). 

j • I DonT  Want  to  be  Inside  Me  Anymore;  Messages  Frotii  an  Autistic  Mind,  by  Biiger 
j Si'llin,  is  an  autobiographical  ac  count  of  autism,  written  through  FC.  The  book  was  written 
t by  a tevnager  in  Germany,  where  it  sold  more  than  50,000  co[)ies:  The  English  translation 
was  pul)lish(xl  by  Basic  Books  in  1995  ($22,  may  be  ordered  through  local  bookstores). 
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Allegations  of  abuse 

There  have  been  concerns  about  allegations  of  abuse  made 
through  FC.  The  only  scientific  investigation  of  this  issue  was 
conducted  by  pediatrician  Ann  Botash  and  her  clinical  team  at  a 
Syracuse,  New  York  ho^ital.  When  any  child  makes  an  allega- 
tion of  abuse,  a hospital  team  examines  the  case  to  see  if  there  is 
any  other  “indication” — other  than  the  allegatioir — to  suggest 
that  abuse  might  have  occurred.  Other  “indications”  of  abuse 
might  include  physic^al  evidence,  a confession  by  the  person 
accused  or  confirmed  abuse  of  other  children  in  the  family. 
Botash’s  team  examined  all  abuse  allegations  made  through  FC 
that  were  evaluated  at  the  hospital  over  a three-year  period,  a 
total  of  13  cases.  The  study  found  tliat  other  “indications”  of 
abuse  were  found  in  47  percent  of  these  cases,  the  same  percent- 
age as  in  cases  where  allegations  were  not  made  through  PC. 

In  addition,  two  recent  court  cases  have  upheld  the  right  of 
an  individual  to  use  PC  in  court  proceedings.  In  one  case,  a 
coworker  of  the  accused  said  tliat  the  defendant  had  admitted 
his  guilt  during  a private  conversation  outside  of  court. 

In  Q7iy  instance  of  alleged  abuse  made  through  FC,  there 
must  be  extreme  care  to  assure  that  the  FC  user  is  the 
author  of  the  allegation.  I have  consistently  recommended  a 
simple  procedure — ^bring  in  a second  facilitator  who  is 
imaware  of  tlie  first  allegation  to  see  if  the  person  can  repeat 
his  or  her  statement. 


Ethical  concerns 

Given  these  findings,  I strongly  endorse  the  position  taken 
by  T/\SH:  that  no  parent  or  person  with  a disability  should 
be  denied  the  right  to  use  the  method  of  communication  of 
his  or  her  choice,  that  no  person  should  be  denied  access  to 
basic  rights — including  the  right  to  appear  in  court — on  the 
basis  of  his  or  her  communicration  method,  and  that  valida- 
tion of  communication  ability  should  always  be  discussed 
with  the  pemon  who  uses  FC  and  should  include  multiple 
strategies  attempted  over  long  periods  of  time. 

The  latest  research  evidence  on  PC  and  the  achievements 
of  individuals  using  FC  require  us  to  ensure  its  future  avail- 
ability. It  is  not  a miracle  and  it  certainly  will  not  work  for 
everyone,  but  those  who  might  benefit  from  it  deserve  the 
right  to  learn  to  use  it,  to  type  out 
their  words,  to  be  heard,  to  prove 
their  communicative  competence  and 
to  be  recognized  for  their  accomplish- 
ments. EP 

Douglas  Bifden,  Ph.D.y  is  pwfessor  of 
cultural  foundatiom  of  education  and 
dimetor  of  the  Facilitated  Commun- 
i cation  Institute  at  Sy^xteuse 
University,  Syracuse,  Neio  York. 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  cataloft  imiudin^  GoodNites, 
Depend,  Attends,  At  Ease,  Comfort  Dry\  Ultra  Shield, 
Dri  Pride,  Pnnnise  and  N(f- Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  1 1558 
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TMMQUIUTY  Managing 
Incontinence  with . . . 

Unsurpassed  Performance  and 
Unparalleled  Normalcy 

The  Washable  Pant  is  latex-free  and  made  of 
100%  cotton.  It  can  be  used  with  the  High 

Capacity  Pad  or  Fitted  Liner 
for  moderate  to  heavy 
absorbency  needs.  The  Pad 
and  Liner  are  unsurpassed  in 
the  areas  of  skin  dryness, 

odor  reduction,  neutralization 

siimLine*  Fitted  Linof  of  Urine  and  inhibition  of  bacterial  growth. 


Trial  Offer 


Order  Now  - Call  Toll-Free  1*8004^0-PEACH  or  mail  this  form  to: 
Principle  Business  Enterprises.  Inc..  Pme  Lake  Industrial  Park.  Ounbndge.  CH  43414 

Please  .send  me 


High  Capacity  Pads 
and  Washable  Pant 


Address 

the  items  circled 

CilY 

State 

Zip  

below.  Enclosed 
is  $1 .00  for 
postage  and 
handling  CxP9S 

Telephone 
Waist  Size 

Hip  Size 

Slimline  Disposable 

SlmLine  Fitted 

Slimline  Adiustabie 

Sl'mLine  Booster 

High  Capacity  Pads 

UrKlerpant 

Liner 

Briel 

Pad  , 

ft  Waihabia  Pant 

a{ 

1 

\ 

Trial  Kit  sold  at  a 
discount  price,  call 

FREE 

FREIE 

FREE 

FREE 

1-aO(MS7-3224. 
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Connections 

The  Newsletter  of  the  National  Center 
for  Youth  with  Disabilities 


A Transition  Success  Story: 

Collaboration  Makes  Community  Integration  Work 


Alison  Mann 
Rinehart  lives  in  a 
house  in  St.  Paul, 
Minnesota,  with  three 
friends — M ind  y , 


Damon  and  Tyler.  They 
make  their  own 
breakfast,  and  with 
some  help  from  a deaf 
woman  who  lives  with 
the  kids  and  is 
responsible  for  their 


overnight  care,  Ali  and 
Mindy  take  the  public 
school  bus  to  Humboldt 
High  School.  Tyler  gets 
ready  for  Metro  Mobility 
to  transport  him  to  and 
from  work  in  nearby 
Roseville.  Damon  heads 
out  to  work  in  St.  Paul. 

Just  finding  school 
programs  and  jobs  (not 
to  mention  housing  and 
care)  for  four  deaf  youth 
who  have  mental 
retardation  and  other 
disabilities  took  the 
collaboration  of  many 
agencies  and  scores  of 
people. 

Reginald  Redding, 
then  Assistant 
Superintendent  for 
Curriculum  and 
Instruction,  MSAD,  and 
Alison's  parents,  Peggy 
Mann  and  Gerald  D. 
Rinehart,  convened  a 
meeting  with 
representatives  from 
numerous  agencies, 
including  the: 

■ State  Department  of 
Education; 

■ St.  Paul  School 
District; 

■ Minnesota  State 
Academy  for  the  Deaf 
(MSAD); 


■ State  Department  of 
Human  Services 
(including  the  Deaf  and 
Hard-of-Hearing  and 
Developmental 
Disabilities  Divisions); 

■ Division  of 
Rehabilitation  Services, 
Ramsey  County  Human 
Services;  and 

■ Institute  on 
Community  Integration 
(the  University  of 
Minnesota's  UAP). 

They  met  for  the  first 
time  just  two  years  ago. 
"Unfortunately,  there  are 
no  long-term  programs 
in  this  state  that  serve 
deaf  young  adults  with 
mental  retardation.  [We] 
wish  to  form  a coalition 
in  order  to  improve 
service  options.  Our  goal 
for  this  first  meeting  will 
be  to  determine  if  there  is 
a need  and  to  identify 
various  strategies  to 
develop  an  independent 
living  program  for  deaf 
or  hard-of-hearing  young 
adults  with  mental 
retardation,"  Redding 
wrote  to  the  participants. 

Collaboration 

Turn  to  page  52 
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difficult  ^;;  Alkdji  fa  ^<d 

thfa  profect  fa  ^ emptiohan^  as  any  milestone 

in  pm  family;  a tPUege.grad)uati^ 
bifthpfacMd.; 

We  couldnH  imagine  Alison's  future  a'mere  10 
years  ago.  She  was  deaf.  She  had  mental  retardation. 
Some  days  sl^  coxild  walk  widiout  help,  other  days  she 
needed  to  use.a  wheelchair.  And  some  days  she  could 
barely  stay  awake.  There  were  times  when  her  hand  or 
arm  or  mouth  twitdied  uncontrollably,  sometimes  for 
days  on  end.  She  required  multiple  medications  daily 
to  be  in  precarious  balance  to  protect  her  from  seizures. 
She  was  fragile.  A virus  could  keep  her  home  from 
school  for  a week  or  compromise  her  enough  to  require 
hospitalization.  She  had  no  understanding  of  danger. 
It's  awfully  hard  to  imagine  a future  when  all  your 
energy  is  used  to  mai\age  a child's  problems  and 
disab^ties. 


Alison's  future  began  to  take  shape  when  we 
started  asking  the  same  questions  we  ask  about  all  our 
children.  What  will  she  do?  Where  will  she  live?  How 
will  she  find  a meaningful  place  in  her  community? 
Who  will  be  her  friends?  Where  will  she  go  to  church? 
Where  will  she  hang  out?  Alison's  future  began  to  take 
shape  as  we  began  to  trust  others  to  help  us. 

When  a neighbor's  home  became  a group  home,  I 
thought  maybe  Ali  could  just  grow  up  and  live  nearby. 
Slowly,  I could  imagine  a time  when  I would  do  what 
every  other  mom  does  with  grown  children.  Take  my 
daughter  to  lunch.  Shop.  1 could  imagine  Ali  visiting 
on  birthdays  and  hoUdays,  or  stopping  by  on  a Sunday 
afternoon,  unannounced.  I could  imagine  running  into 
my  daughter  in  the  store  or  at  the  Y. 

What  we  as  a family  and  NCYD  as  a program  have 
learned  is  that  it  is  critical  for  families  and  youth  to 
think  about  the  future.  The  dreams  we  have  for  our 
children,  and  the  dreams  they  have  for  themselves,  will 
change  and  grow  over  time.  And,  kids  and  parents 
won't  always  agree. 

These  days,  when  Alison  comes  to  her  our  house, 
she's  delighted  to  eat  my  cooking,  happy  to  sec  her 
younger  brother,  and  she  always  asks  about  her  older 
sister.  But  after  a couple  of  hours,  Alison  will  put  on 
her  coat  and  announce,  "My  house  now."  At  19,  Alison 
still  has  all  the  same  disabilities  she  had  10  years  ago. 
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Collaboration 
From  page  5J 

While  a number  of 
the  agencies  involved 
had  identified  a need  to 
increase  the  availability 
of  communication 
accessible  services  for 
these  youth,  not  much 
had  TAoved  ahead.  A 
number  of  agencies  even 
had  interagency 
agreements  in  place,  but 
they  needed  a catalyst, 
someone  with  a vision. 
"That's  what  the 
Rineharts  provided. 
Having  parents  advocate 
for  programming  added 
immediacy  to  goals  and 
objectives  written  by  the 
Deaf  Services  (DSD)  and 
Developmental 
Disabilities  Divisions  of 
the  Minnesota 
Department  of  Human 
Services,"  JoLynn 
Blaesar,  Planner,  DSD, 
says. 

This  ad  hoc  coalition 
spent  a year  discussing 
how  they  might  design, 
develop,  fund,  and 
evaluate  a pilot  transition 
program  for  up  to  12 
deaf  youth  that  bridges 
all  the  agencies.  The 
biggest  difficulty? 
Identifying  a site.  Time 
and  time  again  the  team 
realized  that  youth  with 
disabilities — especially  in 
the  area  of 

communication — need  to 
develop  community 
living,  job,  recreation  and 
independent  living  skills 
right  in  the  communities 
where  they  will  live.  It 
just  didn't  make  much 
sense  to  develop 
resources  in  one 
community  when  the 
youth  would  eventually 
move  to  another. 


This  notion  might 
have  stymied  the  work  of 
the  coalition  if  they  had 
limited  their 
understanding  of 
community  to 
geography.  But  at  the 
same  time,  a deaf  service 
provider  was  knocking 
at  the  county's  door, 
wanting  to  provide 
group  home  services  for 
deaf  youth.  Steven 
Hogenmiller  and  his 
wife,  Monica,  had  both 
worked  in  group  homes, 
sometimes  with  deaf 
people.  They  saw  the 
frustration  that  limited 
communication  added  to 
their  clients  lives.  Their 
goal  was  to  start  a service 
provision  company, 
Laurant  Clerc  Services, 
Inc.,  to  provide  skilled 
care  and  programming  in 
American  Sign  Language 
for  deaf  youth  with 
developmental 
disabilities."  Our  goal  is 
to  create  an  environment 
for  language 
development, 
communication  and 
socialization 
improvement  using 
community  resources  to 
build  self-esteem  and 
confidence," 

Hogenmiller  explained. 

DHS  & County  Social 
Services  Combined 
Strengths 

From  that  point  on, 
natural  work  groups 
developed.  County  social 
workers  made 
application  for  special 
waivers.  Thirteen 
months  after  the  first 
meeting,  four  youth  from 
three  counties  who  had 

Collaboration 
Turn  to  page  53 
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Collaboration 
From  page  52 

attended  the  Minnesota 
State  Academy  for  the 
Deaf  were  offered  the 
opportunity  to  move  to 
St.  Paul,  Minnesota,  and 
receive  their  services  as 
part  of  the  Deaf 
community. 

State  and  county 
human  services 
developed  a strategy  to 
assist  the  Hogenmillers 
to  become  county 
providers  of  adult  foster 
care.  The  mountain  of 
reports,  license 
application  and 
paperwork  involved  in 
becoming  county 
approved  providers  is 
daunting  enough  when 
English  is  your  primary 
language.  The  county 
had  never  worked  with  a 
deaf  provider  before.  But 
with  technical  assistance 
from  both  the 
Developmental 
Disability  Services 
Division  in  the  county 
and  Deaf  Services 
Division  of  State  Human 
Services  and  the 
Hogenmillers'  dogged 
persistence,  the 
paperwork  was 

Peggy  Mann  Rinehart 
NCYD 

Box  721 UMHC 
420  Delaware  St.  S.E. 
Minneapolis,  MN 
55455 
or 

Steven  Hogenmiller, 
Executive  Director 
Laurant  Clerc 
Services,  Inc. 

1242  Eustis  St. 

St.  Paul,  MN  55108 


completed  by  October 
1 — the  day  the  home 
opened. 

Creativity  Stretches 
School  Programs 

In  Minnesota,  as  in 
most  states,  children 
with  dual  disabilities 
have  a tough  time  fitting 
into  school.  When  Alison 
was  placed  with  just  deaf 
kids,  she  could 
understand  the  language 
but  she  couldn't  manage 
the  curriculum.  When 
placed  with  peers  who 
have  mental  retardation, 
she  might  be  able  to 
manage  the  curriculum, 
she  just  couldn't 
communicate  with 
anyone.  St.  Paul  school 
administrators  and 
teachers  struggled  to 
make  their  strong 
community-bdsed, 
independent  living 
programming  accessible 
to  deaf  children  without 
breaking  the  bank.  Part 
of  the  solution  was  to 
hire  deaf  adults  and 
interpreters  as  job 
coaches  and  educational 
assistants.  A greater  part 


of  the  solution  has  been 
deliberately  enhancing 
communication  between 
programs  and  among 
program  administrators. 

Indeed,  while 
interagency  policy  level 
administrators  and 
planners  were  steering 
this  sometimes  unwieldy 
project,  a second  team  of 
teachers  and  social 
workers,  school  nurses, 
aides,  and  especialli/ 
Alison  and  her  friends, 
were  developing  their 
own  plan.  Mo 
Fahnestock  led  the  group 
in  planning  a meaningful 
and  fulfilling  life. 

Still  Growing 

Collaborative 
projects  built  on  mutual 
strengths  take  on  a life  of 
their  own.  They  keep 
growing  in  depth  and 
meaning  as  the 
community  nurtures 
them.  Alison,  Mindy  and 
Damon  transferred  to 
Humboldt  High  School 
in  October;  Damon  is 
already  working  full- 
time in  the  community 
like  his  housemate. 


Tyler.  Alison  and  Mindy 
will  move  to  community 
sites  this  summer. 

The  Hogenmillers' 
company  is  thriving. 
They've  provided 
employment  for  many 
skilled  deaf  people,  and 
slowly  these  four  youth 
are  becoming  members 
of  the  deaf  community. 

Nothing  worth  doing 
goes  ahead  without 
problems.  Ali  made  an 
unnecessary  emergency 
trip  to  the  hospital  one 
weekend.  Mindy  fell  in 
school  and  chipped  a 
tooth.  The  dishwasher 
needed  to  be  replaced; 
the  water  heater  wasn't 
big  enough.  And,  Damon 
really  did  need  a 
television  of  his  own. 
Phyllis,  the  first  "live-in" 
staff,  was  promoted, 
moved  out,  and  El 
moved  in. 

But  through  it  all,  the 
kids  are  persevering, 
growing  and,  most 
important,  learning  how 
to  become  independent 
and  finding  their  place  in 
the  neighborhood  and  in 
the  community. 
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Getting  Youth  Serving  Agencies  Together: 

Where  Do  We  Go  From  Here? 


The  publication, 
Together  We  Can:  A 
Guide  for  Crafting  a Pro 
Family  System  of 
Education  and  Human 
Services,  outlines  a five- 
stage  process  for 
building  a new  system. 
While  this  publication 
looks  to  the  really  big 
picture,  "to  create  a pro 
family  system  of 
integrated  services  to 
address  the  complicated 


problems  children  and 
families  face  in  today's 
society,"  the  stages 
identified  can  provide  a 
road  map  for  families 
and  youth  as  they  plan 
their  futures. 

Stage  1:  Gather  the  right 
people  and  commit  to 
collaborate. 
Communicate. 

Stage  2:  Identify  a shared 
vision  and  goals  that  you 
can  talk  about  in  concrete 


language.  Communicate. 

Stage  3:  Develop  a 
strategic  plan  that 
defines  exactly  what  you 
want  to  accomplish,  who 
will  do  it  and  how. 
Communicate. 

Stage  4:  Take  action. 
Communicate. 

Stage  5:  Adapt  and 
expand  the  original  plan 
as  necessary. 
Communicate. 


For  More  Information: 

Connect  With  The  National  Resource  Library 


The  National 
Resource  Library  brings 
together  comprehensive 
sources  of  information 
related  to  adolescents, 
disability  and  transition 
to  meet  the  needs  of 
professionals  who  work 
with  youth  with 
disabilities  as  well  as 


their  parents  and  others 
invested  in  their  success. 
The  database  contains 
five  files: 

■ Bibliography 

■ Programs 

■ Training  Materials 

■ Technical  Assistance 
d Health  Care  Reform 


Entry  points  to  the 
Library's  files  are 
through  the  language 
and  issues  of  individual 
fields.  Information  in  the 
files  is  interdisciplinary, 
offering  the  many  views 
that  may  enhance 
practice  with  adolescents 
and  young  adults  with 
disabilities. 
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THte  National  C<toter  for  Youth  witii  Di^biliti^  Is  a prbgrath  of  the 
Society  for  Adolescent  Medicine  and  the  Adolescent  Health  Programs 
at  the  University  of  Minnesota.  Publication  of  Connect  forts  is  supported, 
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HEfttTH  INSURANCE  TROUBIESHOOTER 


by  Richard  Epstein 

Self-Funded  Insurance  Plans 


QMy  three-year-old  son  has 
autism.  Our  health  insurance 
coverage  is  with  a self-funded  plan 
that  is  refusing  to  cover  his  medical 
expenses  related  to  his  autism.  The 
plan  does  not  cover  treatment  of 
“mental-nervous  disorders,”  and  this 
is  how  they  have  classified  autism. 

I have  filed  an  ^peal,  pointing  out 
tliat  autism  is  a developmental  disor- 
der, not  a psychiatric  condition. 

Sevei'al  of  my  son’s  doctors  have  writ- 
ten letters  of  support  also.  However, 
the  ^peal  has  been  denied.  Do  you 
have  any  suggestions? 

L.O.,  Neu)  York 

A A variety  of  health  insurance 
programs  are  available  in  the 
United  States.  There  are  traditional 
plans,  managed-care  plans,  govern- 
ment-sponsored programs  (including 
Medicare,  Medicaid  and  a variety  of 
state  plans),  self-funded  plans  and 
other,  unique  programs. 

Each  represents  a different 
^proach  to  health  insurance,  and  each 
is  regulated  somewhat  differently. 
TVaditional  health  insurance  plans,  for 
instance,  usually  involve  an  agreement 
between  an  insurance  company  and  an 
individual  consumer.  That  agreement 
deals  with  issues  such  as  the  specific 
benefits  will  be  offered. 

TVaditional  planfe  are  usually  regulat- 
ed by  the  state  in  which  the  policy  was 
issued.  Government-sponsored  plans 
are  regulated  by  a specific  state  or  fed- 
eral agency,  with  benefits  established 
by  law  and  government  regulation. 

Self-funded  plans 

Although  many  people  are  more  famil- 
iar \vith  traditional  health  insurance 
plans,  self-funded  plans  play  an  impor- 
tant role  in  Uie  health  insurance  struc- 
ture. In  fact,  more  than  60  percent  of 
Americans  who  have  health  insurance 
coverage  tlu*ough  th(»ir  employers  are 
covered  imder  self-funded  pliuis. 

Self-funded  plans  are  typically 
established  through  an  employer  or 
union — tlie  “plan  sponsor” — rather 
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than  through  an  insurance  company  or 
government  agency.  The  plan  sponsor 
usually  pays  claims  directly.  Although 
an  insurance  company  may  be 
involved,  it  acts  as  a “third-party 
administrator,”  not  as  the  insurer. 

Therefore,  in  a self-funded  plan,  the 
insurance  relationship  is  usually 
between  an  employee  and  his  or  her 
employer,  not  between  a consumer 
and  an  insurance  company  or  between 
a consumer  and  a government  agency. 
Most  self-funded  plans  are  regulated 
under  a federal  law  called  ERISA — ^the 
Employee  Retirement  Income  Security 
Act — not  under  state  law. 

The  importance  of  regulation 

The  question  of  how  a health  insur- 
ance plan  is  regulated  can  be 
extremely  important.  Over  the  past 
few  years,  there  have  been  a number 
of  cases  dealing  with  the  ways  self- 
funded  plans  have  either  limited 
benefits  or  class-ified  medical  condi- 
tions. Those  cases  have  involved 
such  conditions  as  Alzheimer’s 
disease,  cancer  and  AIDS. 

Of  course,  all  types  of  health  insur- 
ance programs  may  exclude  or  limit 
coverage  for  specific  services.  Over 
the  past  few  years,  however,  several 
states  have  issued  new  regulations 
mandating  standardized  health  insur- 
ance plans  that  include  a number  of 
important  consumer  protections.  But 
those  regulations  usually  do  not  s^ply 
tc  self-funded  plans. 

The  next  step 

Regardless  of  the  type  of  insurance 
plan  involved,  the  first  step  in  a situa- 
tion like  yoius  is  to  go  through  appro- 
priate appeal  procedures.  You’ve 
already  completed  that  step,  gq^par- 
ently  without  success. 

Often,  the  second  step  would 
involve  an  appeal  to  your  state  insur- 
ance department.  However,  since  your 
case  involves  a self-funded  plan  regu- 
lated under  ERISA,  the  state  Insiu^ancc 
department  probably  cannot  help. 

However,  there  may  be  a number  of 
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legal  issues  involved  in  this  case, 
including  your  rights  under  ERISA  and 
under  the  Americans  With  Disabilities 
Act  (ADA).  Thus,  I think  your  next 
step  may  be  to  consult  an  attorney 
who  specializes  in  insurance  or  dis- 
ability law.  In  youi*  area,  the  Disability 
Law  Center  (c/o  New  York  Lawyers 
for  the  Public  Interest,  30  W.  21  St,  9th 
FL,  New  York,  NY  10010;  212/727-2270, 
voice;  212/727-2997,  TTY)  has  an  interest 
in  helping  people  with  such  issues. 
[Editor's  Note:  In  other  areas,  can- 
tact  Uie  National  Legal  Aid  and 
D^ense  Association  (1 625  K NW^ 
Sf£.  800,  Washington^  DC 20006; 
202/452-0620,  voice;  202/872- 103 L 
fax)  for  r^errals  to  local  resources.] 

You  should  also  consider  writing  to 
federal  legislators  about  this  issue. 
Congress  is  beginning  to  discuss 
health  insurance  again.  One  topic  that 
is  likely  to  come  up  is  the  possibility  of 
changing  the  ERISA  law  to  bring  self- 
funded  health  insurance  plans  under 
at  least  partial  state  regulation.  Your 
experiences  nray  help  legislators  better 
understand  the  situation  as  it  relates  to 
children  with  disabilities. 

However,  remember  that  companies 
are  not  obligated  to  offer  health  insur- 
ance coverage.  Self-funded  plans  cost 
significantly  less  than  traditional  plans; 
according  to  the  Self-Insurance 
Institute  of  America,  many  companies 
might  not  be  able  to  offer  any  health 
insurance  coverage  if  self-funded 
plans  were  not  available.  EP 
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by  David  Hirsch,  M.D. 


The  Ketogenic 

QOur  four-year-old  son  has  devel- 
opmental delays  and  a very 
severe  form  of  epilepsy.  His  seizures 
have  been  diagnosed  as  being  myo- 
clonic in  form  (rg^id  jerks  of  flexor 
muscles).  Sometimes  he  seems  to 
have  staring  spells  which  are 
seizures  also.  He  has  been  on  many 
different  anticonvulsants — up  to 
three  at  a time — but  with  minimal 
improvement  in  his  seizures.  My 
husband  and  I feel  that  the  medica- 
tions are  making  him  very  lethargic; 
he  sleeps  most  of  the  day.  We  are 
strongly  considering  trying  the 
“ketogenic  diet”  that  we  have  heard 
about  recently.  Does  this  seem 
reasonable? 

A A ketogenic  diet  for  the  control 
of  seizures  is  a treatment  for 
epilep^  that  has  been  in  use  for  many 
yeans — ^alone,  or  sometimes  in  con- 
junction with  anticonvulsive  medica- 
tions (medications  to  control 
seizures).  Although  there  are  a few 
theories,  nobody  really  knows  why 
the  diet  reduces  or  stops  seizures  in 
certnin  children. 

The  ketogenic  diet  consists  of  foods 
that  cause  the  body  to  produce 
ketones,  primarily  a byproduct  of  fat 
metabolism.  A person  on  a well- 
balanced  diet  consisting  of  c.arbohy- 
drates,  protein  and  fats  will  derive 
energy  primarily  from  the  metabolism 
of  glucose — metabolism  being  the 
process  whereby  food  is  converted  to 
energy.  In  contrast,  a person  on  a 
ketogenic  diet  derives  energy  from 
“burning”  fat,  rather  than  glucose. 

A ketogenic  diet  consists  of  foods 
such  as  heavy  cream,  butter,  other 
fats  and  only  a limited  amount  of 
protein.  Essentially  no  carbohydrates 
(sugar  and  starch)  are  allowed. 

Protein  and  calorie  intake  must  bo  sc't 
at  levels  tlrat  meet  requirements  for 
growth.  Vitamin  supplements  must 
also  be  used  appropriately. 
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The  ketogenic  diet  may  sound 
much  easier  to  do  than  it  really  is.  It 
should  never  be  attempted  without 
very  close  medical  and  dietary  super- 
vision. Typically,  the  diet  is  started  in  a 
hospital  setting  after  several  days  of 
severe  caloric  restriction.  This  initial 
restriction  of  food  intake  causes  the 
body  to  begin  “burning”  fat  for  energy, 
starting  the  production  of  ketones. 
During  this  initial  hospitalization,  a 
dietitian  works  with  the  family  and 
child  to  set  guidelines  for  the  types 
and  amounts  of  food  the  child  may 
have.  Once  started,  and  barring  any 
m^yor  complications,  it  is  essential 
that  the  patient  follow  the  diet  strictly. 
“Cheating” — ^whether  accidental  or 
intentional — ^may  result  in  increasing 
or  restarting  seizures. 

According  to  studies  done  at  Johns 
Hopkins  Pediatric  Epilep^  Center, 
the  optimal  age  for  the  diet  is  between 
one  and  eight  years.  Younger  children 
are  more  prone  to  hypoglycemia  Oow 
blood  sugar)  when  on  the  diet  and 
older  children  who  are  oral  feeders 
(as  opposed  to  tube  feeders)  are  more 
resistant  to  following  the  ketogenic 
diet,  primarily  because  of  its  limited 
taste  appeal. 

The  ketogenic  diet  should  be  con- 
sidered another  therzq^utic  option, 
just  as  the  option  to  use  or  change 
anticonvulsant  medications.  This  diet 
should  not  be  tlie  first  choice  among 
options  for  seizure  control,  but  it  is  a 
viable  treatment  for  children  with 
many  types  of  seizures  that  are  not 
well  controlled  with  anticonvulsants 
or  where  anticonvulsants  cause 
significant  side  effects. 

Just  as  with  drugs,  the  ketogenic 
diet  has  potential  side  effects  including 
hunger,  thirst  (because  of  the  decrease 
in  fluids  taken  in  as  part  of  the  diet), 
constipation  (because  of  the  small  vol- 
lune  of  food  and  high  concentration  of 
fat  in  the  diet),  hyr>ogIycemia,  kidney 
stones  (because  of  too  little  liquid), 


hypocalcemia  (low  blood  calcium), 
hyperuricemia  (excessive  uric  acid  in 
the  blood)  and  acidosis  (a  build-up  of 
acid  in  the  blood).  Also,  if  a child  com 
tinues  taking  anticonvulsant  medica- 
tion, the  ketogenic  diet  may  make  him 
more  prone  to  a buildup  of  the  med- 
ication in  the  body  because  the  diet 
may  change  the  way  the  body  absorbs 
the  medication,  the  way  medication 
adheres  to  proteins  in  the  body  or  the 
way  the  brain  metabolizes  the  medica- 
tion. As  mentioned  above,  the  diet 
must  be  rigorously  adhered  to  and 
closely  monitored.  Even  slight 
amounts  of  exces*  carbohydrate  may 
precipitate  a seizure  in  susceptible 
individuals. 

Johns  Hopkins  has  reported  that 
the  ketogenic  diet  appears  to  be  very 
effective  and  typically  well-accepted 
by  patients  and  families.  Of  children 
with  the  most  intractable  epilepsy 
(the  hardest  to  control),  Johns 
Hopkins  reports  improved  seizure 
control  in  67  percent.  Many  of  these 
children  were  able  to  reduce  their 
anticonvulsant  medications 
significantly;  some  were  able  to  r.top 
the  medications  entirely.  Speaking 
from  personal  expeiience,  I have  had 
vorUimied  ou  57 
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l^hildrens  Specialized  Hospital  is  dedicated  exclusively  to 
serving  the  special  needs  of  children  and  adolescents. 

Occupational  Therapy 
Physical  Therapy 
Cognitive  Rem^iation 
Day  Hospital 
Recreational  Therapy 


• Augmentative  Communicationi 
Computer  Evaluation 

• Nutritional  Counseling 
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two  patients  recently  who  have  had  significant  improve- 
ment in  seizure  control  and  quality  of  life  on  the  keto- 
genic  diet  One  is  no  longer  on  antiepileptic  medications. 

I believe  there  may  be  a role  for  the  ketogenic  diet  for 
your  son.  Again,  the  ketogenic  diet — like  the  use  of  any 
medication — ^is  a serious  undertaking  and  must  be  done 
under  the  close  supervision  of  your  son’s  pediatrician  and 
pediatric  neurologist  and  by  a dietitian  who  is  experi- 
enced widi  the  diet 

For  more  information,  you  may  want  to  investigate  the 
following  resources: 

• The  Epilepsy  Diet  Treatmen  t:  An  Introdvetion  to  the 
Ketogenic  Diet  (paperback,  1994, 180  pp.):  Written  by 
medical  professionals  at  Johns  Hopkins;  Demos 
Publications,  386  Park  Ave.  S.,  Ste.  201,  New  York,  NY 
10016;  (800)  532-8663;  $21.95. 

• An  Introduction  to  the  Ketogenic  Diet:  A Treatment 
for  Pediatric  Epilepsy  (video,  45  min.):  The  Charlie 
Foundation,  1223  Wilshire  Blvd.,  Box  815,  Santa  Monica, 
CA  90403;  free  (send  card  with  name  and  address). 

• The  Johns  Hopkins  Ketogenic  Diet  Fact  Sheet  (fact- 
sheet,  4 pp.):  The  Epilepsy  Foundation  of  America,  4351 
Garden  City  Dn,  handover,  MD  20785-2267,  (800)  332- 
1000;  free.  KP 
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Please  answer  the  iollowing  questions. 

A.  Are  you  a subscriber  to  Exceptional  Parent? 

□ Yes  □ No  (If  no,  please  see  the  subscription  card  in  this  issue.) 


Name 


Free  proOuct  & service  ipformatien  ortler  card* 

FAX  this  card  to  413^7-4343  for  quicker  response 

C.  Are  you  a HEALTH  CARE  PROFESSIONAL  involved  in  the  care  of  children  or  young 
adults  vvith  disabilities  or  special  health  care  needs?  3 □ Yes  < □ No 

if  Yes,  Phys.ician  sDRN  Physical  Therapist 

are  you  a:  Occupational  Therapist  aD  Speech  Pathologist:  Audiologist 

Other  (please  indicate) 


Facility  _ 
Address 


D.  Are  you  an  EDUCATOR?  •□Yes  *'□  No 

if  Yea  Special  Ed  Teacher  Regular  Ed  Teacln  • □ AdmiaDlr 
are  you  a:  Other  (please  indicate) 


City. 


State Zip 


E.  Do  you  buy  or  influence  ttie  purchase  of  products  or  services  for  the  care  or  devel- 
opment of  children  with  disabilities?  ’ r □ yes  □ No 

If  yes,  please  explain 


Phone 


Fax 


B.  Are  you  the  PARENT  or  MEMBER  OF  THE  FAMILY  of  a child  or  young  adult  with  a 
disability  or  special  health  care  need'?  □ Yes  ■ □ No 


F.  Have  you  ever  bought  or  recommended  a product  or  service  you  saw 
advertised  in  Exceptional  Parent?  -sG  Yes  Ho 
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Please  answer  the  following  questicns. 

A.  Are  you  a subscriber  to  Exceptional  Parent? 

□ Yes  n No  (If  no,  please  see  the  subscription  card  in  this  issue.) 


Name. 


Facility  _ 
Address 


Free  product  & service  information  order  card* 

FAX  this  card  to  413-637-4343  for  quicker  response 

C.  Are  you  a HEALTH  CARE  PROFESSIONAL  involved  in  the  care  of  children  or  young 
adults  with  disabilities  or  special  health  care  needs?  j □ Yes  - □ No 

If  Yes,  ^G  Physician  bGRN  '□  Physical  Therapist 

are  you  a:  « □ Occupational  Therapist  Speech  Pathologist;  Audiologist 

■vG  Other  (please  indicate) 

D.  Are  you  an  EDUCATOPi?  ■ ■ □ Yes  ‘ □ No 

If  Yes,  -3n  Special  Ed  Teacher  -^G  Regular  Ed  Teacher  Admin/Dir. 
are  you  a:  ’^^G  Other  (please  indicate) 


City. 


State Zip 


E.Do  you  buy  or  influence  the  purchase  of  products  or  services  for  the  care  or  devel- 
opment of  children  with  disabilities?  □ Yes  's □ No 

If  yes,  please  explain 


Phone 


Fax 


B.  Are  you  the  PARENT  oi  MEMBER  OP  THE  FAMILY  of  a child  or  young  adult  with  a 
disability  or  special  health  care  need'?  • F.1  Yes  □ No 

U » ) > 


F.Have  you  ever  bought  or  recommended  a product  or  service  you  saw 
advertised  in  Exceptional  Parent?  □ Yes  't*  □ No 
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BUSINESS  REPLY  MAIL 

FIRST  CLASS  MAIL  PERMIT  NO.  650  PIHSFIELD  MA 


POSTAGE  WILL  BE  PAID  BY  ADDRESSEE 

Exceptional  Parent 

PO  BOX  5446 
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BLOCKS  IN  MOTION 

Unlike  traditional  computer 
paint  programs,  which  require 
fine  motor  skills  to  perform  a series  of  complex  steps, 

Blocks  in  Motion  allows  a child  to  select  a shape  from  a 
palette  of  shapes,  click  on  it,  point  the  mouse  to  the  posi- 
tion on  tha  background  where  the  shape  is  to  be  placed, 
and  click  again  to  drop  the  shape  into  place.  By  joining  a 
series  of  sh£q>es  similar  to  building  blocks,  children  can  cre- 
ate whole  pictures.  Requires  a Macintosh  computer  with 
System  7.0  or  higher,  color  monitor,  three  megabytes  hard 
drive  space,  two  megabytes  RAM  and  a mouse. 

Don  Johnston,  Inc.,  Wauconda,  IL  60084-0639 
Circle  # 195 

ACTION  VOICE 

1 his  portable  communication  device 
allows  children  to  communicate 
using  pre-recorded  messages.  The 
one-minute  model  allows  10  mes- 
sages to  be  recorded.  The  two-minute 
model  features  an  18-message  recoid- 
ing  capacity,  enhanced  volume  and 
auditory  scanning.  Both  models  allow' 
two  adapted  appliances,  toys  or  other 
devices  to  be  controlled  by  any  of  the  recorded  messages. 
The  Action  Voice  supports  scanning,  switch  input  or  keypad 
overlays. 

Ability  Research,  Inc.,  Minnetonka,  MN  55345-0121 
Circle  # 196 


THE  ARROW  WALKER 

The  Arrow  Walker  is  an  acljustable  walker  designed  to  pro- 
vide cliildren  with  hands-free  independent  mobility  in  an 
upright  position.  This  walker  featmes  an 
arrow-jiiaped  chassis  for  stability  and  easi- 
er access  through  doorways  and  around 
obstacles.  Directional  locking  casters 
allow  the  user  to  walk  a planned  course.  A 
choice  of  three  sizes  (tiny,  small  and  medi- 
um) and  positioning  accessories  allows  for 
customization. 

TViaid,  Inc.,  Cumberland,  MD  21502 
Circle  # 197 


VOCAL  ASSISTANT 

This  augmentative  communication 
device  allows  16  messages  to  be  record- 
ed in  any  voice  and  in  any  language.  All 
messages  are  available  for  playback  at 
the  touch  of  a single  key.  The  first  six 
messages  may  be  of  extended  length, 
allowing  addresses,  phone  numbers  and  complex  sentences 
to  be  recorded.  Optional  accessories  include  a remote 
speaker,  keyguard  and  telephone  interface. 

GMR  Labs,  Sunnyvale,  CA  94087 
Circle#  198 

THE  ADJUSTABLE 

This  heighi-acyustable  table  can  be  acyusted  from  a height 
of  25  to  50  inches  with  a rninimum  of  effort  The  adljusting 
mechanism  consists  of  two  cylinders  controlled  by  hand 
levers  on  either  side  of  the  table.  The  levers 
are  depressed  to  ac^just  the  table,  and 
released  to  lock  it  into  position.  A single- 
lever, one-lianded  adljustment  lever  is  avail- 
able. Additional  cylinders  may  be  added  to 
reduce  the  amount  of  eff  ort  required  to 
adjust  the  table  with  heavier  loads.  An 
adjustable-angle  table  top  witli  settings  from 
5 to  40  degrees  is  also  available. 

Northport,  Inc.,  Excelsior,  MN  55331 

Circle  #199 


PURE  FLITE  GEAR  BAGS 

Pure  Flite  Gear  Bags  are  gear  bags 
designed  for  active  kids  and 
teenagers  with  physical  disabilities. 
The  design  of  tlie  bags  allows  access 
to  belongings  without  having  to  set 
aside  axitches  or  n^ach  arciund  to  the 
rear  of  a wheelchaii'.  The  student 
model,  worn  over  the  shoulders 
against  the  chest,  features  a large  zip- 
pered  top  pocket  to  cany  legal-size 
notebooks,  books  and  folders.  A smaller  eai^-access  pocket 
holds  keys  and  wallets. 

Pure  Flite  Gear,  Pompano  Beach,  VL  33064 
Circle  # 200 


The  ABLEDATA  database  of  assist  ive  i-ecknology  arid  rehabilitation  equipment  contains  information  an  moie  than 
20^000  products  for  persons  qfall  ages  who  have  a physical,  cognitive  or  sensory  disability.  Products  are  chosen  for 
this  page  by  the  ABLEDATA  stc^  based  on  their  specifw  applicability  to  or  design  for  children  toith  disabilities.  The 
circle  numbers  are  to  be  used  on  ExcsmoNAL  Parsn^s  *'Free  Product  & Information  Card.  **  Readers  can  ctrde  a 
number  an  this  issuers  caixl  (page  1^5)  to  receive  more  Utformation  on  any  new  prod%tct  featured  above.  Please 
allow  three  to  four  toeeksfor  delivery  of  the  irtformation. 

For  more  irtfoiination  on  assistive  devices,  or  to  submit  product  irformationfbr  the  database  (and  possible 
incfttmon  on  this  page)f  contact  ABLEDATA,  8455  ColesviUe  Rd.,  Ste.  935,  Silver  Spring,  MD  20910-3319, 

(800)  227-0216  (V/TIY),  (301)  58&0284  (V/TTY)  or  (301)  587-1967  (fax). 
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Video  and  Monograph  Focus  on  the  Power  of  F’riendship 

The  Texas  Planning  Council  for  Developmental  Disabilities  has  produced  a 16- 
minute,  open-captioned  video,  lust  Friends,  and  a 42-page  collection 
of  stories.  Community  Connections:  Weaving  Friendships. 

Both  highlight  the  experiences  of  teenagers  and  adults  w^ho 
participated  in  the  Council's  "Community  Connections" 
projects.  The  projects,  developed  in  seven  areas  across  the 
state  and  intended  to  promote  community  inclusion, 
matched  Individuals  with  and  without  disabilities. 

For  a free  copy  of  the  video  and/or  monograph,  contact 
Nartcy  Arms,  Texas  Planning  Council  for  Developmental  Disabilities,  4900 
North  Lamar  Blvd.,  Austin,  TX  78751-2399;  (512)  483-4080  or  (800)  262- 
0334  (TX  only).  A limited  quantity  is  available;  one  copy  of  video  and  mono- 
graph per  person  or  organization. 


One  of  tt^  1 5 stones  in  COfTimiinv^ 
Corviectibns  focuses  on  the  fiierxf^^ 
between  (from  iefQ  Brandy  PuHtam, 

Amanda  Isefi  and  Ginny  Stander,  all  of 
Lubbock,  Texas.  Brandy  has  lived  in  a 
nursing  home  since  the  age  of  13,  when 
she  lapsed  into  a three-month  coma  follow- 
ing a seizure.  After  regaining  conscious- 
ness, she  could  no  longer  walk  or  talk. 
When  asked  how  she  and  Amanda 

communicate  with  Brandy;  Ginny  replies,  **Oh,  thafs  no  problem.  Brandy  talks  with 
her  eyes.”  And  what’s  the  main  topic  of  conversation  when  this  threesome  gets 
together?  **Oh...  you  know...  guys.” 


Uncommon  Fathers: 

Reflections  on  Reusing  a 
Child  with  a Disability  is  a 

collection  of  essays  wiitten  by 
fathers  of  children  with  disabili- 
ties. These  diverse  dads  have  chil- 
dren longing  in  age  fix>m  four  to 
2S,  with  a variety  of  disabilities.  Fathers  of 
children  with  disabilities  will  meet  peers  in 
the  pages  of  this  book.  Mothers  who  read 
this  book  will  gain  insist  into  the  perspec- 
tives of  their  children’s  fatiiers.  And  profesr 
sionals  will  benefit  from  learning  how  the 
fathers  represented  in  this  book  strive  to  be 
vital  participants  in  their  children’s  lives. 

Unoohvtnon  Fathos,  edited  by  Donald  J. 
Meyer  and  published  by  Woodbine  House,  is 
available  through  Exceptional  Parent 
library,  (800)  535-1910. 206  pp;  $14.95 
(paperback). 


Children’s  Care 
Hospital  & School 

ForChiidren  with  Disabilities 
and  Their  Families 


CHILDREN’S  CARE  HOSPITAL 
& SCHOOL  Cformerly  Crippled 
Children*s  Hospital  & School)  is  a 
private,  nonprofit  facility  serving 
over  1000  children  and  families  each 
year.  Individualized,  family-centered 
programs  available  tlirough  day 
school,  outpatient,  outreach,  or  resi- 
dence. Pediatric  rehabilitation  pro- 
gram now  offered. 

Contact:  Nathan  Anderson 
Children’s  Care  Hospital  & School 
2501  West  26th  Street 
Sioux  Falls,  SI)  57105-2498 
(605)  336-1840  or  (800)  584-9294 


Young  Musicians  Competition 
Very  Special  Arts,  an  international  oiganizar 
tion  providing  creative  opportunities  in  the 
ait«  for  children  and  young  adults  with  dis- 
abilities, is  accepting  entries  for  the  1996 
Panasonic  Young  Soloists  Award.  Any 
instrumentalist  or  vocalist  with  a disability,  younger  tlian  25 
and  interested  in  pursuing  personal  or  professional  studies 
in  music  m^  apply.  Each  entrant  must  submit  a video  or 
audio  recording  of  their  work,  a letter  of  application  and  a 
250-word  autobiograjihical  statement  detailing  why  he  or 
she  should  be  selected  for  the  award.  A coimnittee  of  music 
professionals  and  educators  will  award  $5,000  scholarships 
to  one  or  two  wiraiers.  Elach  wimier  will  also  have  the 
opportunity  to  perform  at  tlie  John  F Kennedy  Center  for 
the  Perfonning  Arts  in  Wasliington,  DC. 

To  receive  an  information  packet,  contact  Veiy  Special 
Arts,  Young  Soloists  Program,  Education  Office,  The  John  F. 
Kennedy  Center  for  the  Performing  Arts,  Washington,  DC 
20566;  (800)  933S721,  voice;  (202)  737-0645,  TTY.  The  dead- 
line for  entries  is  September  15, 1995. 
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‘‘MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Coinnumity-based, 
positive  learning  environment  for 
(lifficull-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  comnumicalion  disordeis 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Soi*\  ices,  Inc. 

• 12-iuo.  day/residentiiU  proguuns. 

• 10  miles  west  of  Boston. 

('ontact:  Admissions  Director 
The  Learning  Center 
41 1 Waverley  Oaks  Road 
Waltham,  MA  02154 
((;17)  893-6000 


Private,  501(c)(3) 
Nonprofit  Community 
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■THEIR  C0MMlMrY...Wrra  om  HELP" 

Residential,  day,  and  evening  programs 
and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Semces 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-a381 
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Atlantic  Rehaii.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call 
for  more  information. 

Missouri 

U.S.  Midlcal  Corporation 

1 4575  Manchester  Road 
Manchester,  MO  6301 1 
^00^40-USMED/(800)  408- 


Free  Catalogs 


CoRsmiwr  Care 
Pfoductf , Inc. 

PO.  Box  684 

Sheboygan,  Wl  53082  0684 
(414)  459-8353 


Virginia  M.  Ramsey 

RO.  Box  22  EP  Eastern 
Parkway 

Germantown,  NY  12526 
(518)  537-5846  Phone/Fax 
Unisex  carrxxjflage  for  drooling 
& unpredictable  spills.  Wear  all 
day  or  mealtime.  Bandanna, 
Collar,  Full  bb4<nit  neck  2/$1 5, 
doaerV$84-90. 

National 

American  Discount  Medical 

FOR  DISCOUNTS  ON 
YOUR  EQUIPMENT 
NEEDS!  Save  on  Strollers- 
Convakj.  Came  Rover; 
MacLaren;  Scooters; 
Wtieelchairs;  Tumbleforms; 
Walkers;  Seating/Positioning 
Equip.;  and  Standers  for  school 
or  home 

Call  (800)  877-91 00  for  FREE 
BROCHURE. 

Massachusetts 


Access  I 

2006  Crown  Plaza  Drive 
Columbus,  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs 
^),  Free  Delivery.  Also— 
beperrd,  Serenity,  other  items. 
Manufacturer’s  coupons 
acc^t^.  Fr^  ^t^og! 

Durallne  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45856 

Call  DMP  for  all  your  inconti- 
nent needs  such  as  briefs, 
pants,  pads  and  liners,  as 
well  as  skin  care  products. 

Call  for  WEE  catdog! 

H.D.i.S. 

1215  Dielrren  Industrial  Court 
Olivette.  MO  63132 
(800)538-1036 
See  our  ad  in  this  issue. 

Summers  Laboratories,  Inc. 

Coilegeville,  PA  19426 
(800)  533-SKlN  (7546) 

Triple  Paste^*^  for  diaper  rash 
and  chronic  irritation.  Used  at 
leading  children's  hospitals. 
Available  withoi  it  prescription. 
Call  now  for  free  treatment 
information^  _ _ 

U.S.  Medical  Corporation 

1 4575  Manchester  Road 
Manchester,  MO  6301 1 
^00^  40-USMED/  (800)  408- 

Call  U.S.  Med  for  free  sample 
Depend  briefs,  undergarments, 
pants  and  diapers. 

Low  prices  and  free  delivery 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify 
caregivers  when  their  wanderer 
leav^  home.  Locate  them  up 
to  ONE  MILE  away. 

FREE  catalog! 


Software 


UCLA  Microcomputer  Project 

1000  Veteran  Avenue/ 

Rm  23-10 

Los  Angeles,  CA  90024 
(310)825-4821 
Catalog  of  dev.  appnc^le  soft- 
ware for  Childfenw/disab.  18 
mths-5  yrs.  Apple,  Mac,  IBM, 
cause/effect,  game  format,  basic 
preschool  concepts 


Van  Conversion  Dealers 


Onnr^CCticut 


YOUTH 
BRIEF  II 
FITS  30 
TO  70  LBS. 

96  FOR 
$ 39.98 

CALL  24HRS. 

1.800-777-im 

WOODBURY  PRODUCTS  I 
INC 

4,10 M.VD,  HU»WC,r«WCMYIISSl  I 


Monltorlira  Systems  y 


A A H Internitlonal 
Products, Inc. 

301  E.  Ocean  Blvd.,  #1010 
Long  Beach.  CA  90802 
(310)  43s5- 1011 
Bee^Kid  child  monitor  helps 
protect  your  child  in  public. 
Instantly  alarms  you  before 
child  can  wander  or  get  tost. 


Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  ceriter, 
raised  tops/doors,  drop 
floors,  custom  driving  equip- 
ment; distributors  for  Mobile 
Tech.,  Crow  River  lifts,  Ricon, 
IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs. 
of  service  to  ttie  disabled 
community.  Please  call  for 
more  information.  NMEDA 
member. 

Indiana 

Furward  Motions 

214  Valley  Street,  Dayton,  OH 
45404 

(513)222-5001 
Full-size/Mini-Van  modifica- 
tions. new/used  lifts,  drop  floor, 
raised  roof.  lockdowns,  driving 
equip.  NMEDA  member. 

by  person  with  disability. 

Kentucky 

Forward  Motions 

214  Valley  Street,  Dayton,  OH 
45404 

(513)222-5001 
Full-size/Mini-Van  modifica- 
tions, new/used  lifts,  drop  floor, 
raised  roof,  lockdowns,  driving 
equip.  NMEDA  member. 
Owr^  by  person  with  disability. 


ExCEPnONAL  PAREiVr’S 

1996  RESOURCE  GUOE 

Sold  sepamtdyfor 
$9.95 

Call  800-535-1910 


lEBIS  BEST  COPY  AVAILABLE 


v.CO 
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Express 


Medical  Supply,  Inc. 


Mail  Order 


Medical 


♦ 


Suppliej^' 


♦ UROLOGICAL 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra  • Urocare  • United 

♦INCONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦ WHEELCHAIR 
CUSHIONS 

Roho  • Jay 

♦ SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦ FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


Call  for  a Free  Catalog 

800-633-2139 
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SPECIAL  KIDS 
LOVE  OUR 
SPECIAL  EDITION. 


The  AmTryke,  designed  to  give 
physically  challenged  children  their 
first  set  of  wheels,  is  just  one  of 
many  AMBUCS  achievements. 

AMBUCS  provides  fun,  innovative 
service  opportunities  for  people  who 
want  to  help  their  community,  but 
who  don't  necessarily  have  a lot  of 
spare  time.  By  working  together, 
AMBUCS  volunteers  make  their  spare 
time  go  a long,  long  way. 

if  you've  always  wanted  lo  help 
others,  but  you  could  never  find  the 
time  lo  make  a big  commitment, 
AMBUCS  suggests  you  make  a small 
commitment  instead.  Call  us  about 
membership  opportunities  or  for  in- 
formation on  our  AmTryke. 


Creating  Independence  For  People  With  Disabilities 


CALI 

1.800«838>I845 

8:30aM-5PM  KST 


FR?r 

EXCEPTIONAL  PARENT  / JULY  199') 


Marketplace 


New  Jersey 

Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/ 

(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy. 
Full  sized,  mini,  rear  and  side 
entry.  We  carry  products  from 
the  following  manufacturers: 
Braun,  KneeKar,  Vantage, 
Ricon,  and  Rck-A-Uft,  If  we 
don’t  have  It,  we’ll  find  it' 
Rnandng  is  available. 

NMEOA  Member.  Please  call 
f^rmejnfo^ 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Fu!'  service  mobility  center, 
raised  tops/doors,  drop  floors, 
custom  driving  equipment; 
distributors  for  Mobile  Tech., 
Crow  River  lifts,  Ricon,  IMS, 
EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to 
the  disabled  community. 
Please  call  for  nnore  informa- 
tion. NMFOA  member. 

New  York 

Areola  Mobility 

51  Karo  Road 
Caiistadt,  NJ  07072 
(201)507-8500/ 

(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy. 
Full  sized,  mini,  rear  and  side 
entry.  We  cany  products  from 
the  following  manufacturers: 
Braun,  KneeKar,  Vantage, 
Ricon,  and  Pick-A-Lift.  Tf  we 
don’t  have  It,  we’ll  find  It! 
Financing  is  available. 

NMEDA  Member.  Please  call 
for  more  info. 


Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 
Full  service  mobility  center, 
raised  top^doors,  drop  floors, 
custom  uriving  equipment; 
distributors  for  Mobile  Tech., 
Crow  River  lifts,  Ricon,  IMS, 
EZ  Lock,  and  EMC  touch  pad 
systems.  41  yrs.  of  service  to 
the  disabled  community. 
Please  call  for  more  informa- 
tion. NMEDA  member. 


Ohio 


i^edical  I 

il^fournal  | 

FREE  BROCHURE 

describing  our  medical 
literature  research  services 

1-800-551-9040 

Affordable  Prices  - Latest  Research 


MEDICAL 

INFORMATION 

Specific  to  Your  Condition 


Forward  Motions 

214  Valley  Street, 

Dayton,  OH  45404 
(513)  222-5001 
Full-size/Mini-Van  modifica- 
tions, new/used  lifts,  drop 
floor,  raised  roof,  lock- 
downs,  driving  equip. 
NMEDA  memfe  Owned  by 
person  with 
disability. 


Pennsylvania 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 
floors,  custom  driving 
equipment;  distributors  for 
Mobile  Tech.,  Crow  River 
lifts,  Ricon,  IMS,  E Lock, 
and  EMC  touch  pad  sys- 
tems. 41  yrs.  of  service  to 
the  disabled  community. 
Please  call  for  more  infor- 
mation. NMEDA  member. 


To  place  an  ad, 
contact 
BARBARA 
NASTRO 
(201)  6804874 
or  fax  to: 


(201)  680-8355 


BOOKS,  AUDIO/VIDEO  & EDUCATIONAL  MATERIAL 


Books  for  Parents  . 
and  Professionals 


Turtle  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  col- 
orful illustrations  address  real 
issues  found  in  the  lives  of  real 
children  with  disabilities.  Provide 
a bridge  of  understanding  for 
your  children  with  disabilities, 
siblings  & friends.  FREE 
Brochure. 

Jason  and  Nordic  Publishers. 
PC  Box  441, 

Hdlidaysburg,  PA  16648. 

FAX  (81 4)  696-4250 


Free— The  1995  Woodbino 
House/Speeial-Needs 
Collection,  a catalog  of  excel- 
lent books  fa  parents,  children, 
and  professionals  on  autism, 
CR  Down  syndrome,  Tourette 
syrKjrome,  mental  retardation, 
visual  impairment,  physical  dis- 
abilities, special  education,  and 
nxxe.  Woodbirie  Haise, 

6510  Bells  Mill  Road. 

Bethesda.  MD  20817, 

(800)  843-7323 


Free— The  NEW  Special 
Needs  Project  Book  Catalog 

The  best  books  fnsm  all  publish- 
ers about  disabilities. 
CoTTpreherisive  resources  for 
parents,  children  & professionals. 
Special  Needs  Project,  3463 
State  Street,  Santa  Barbara, 

CA  93105, 

(800)  333-6867. 


A n V E R T I S E M E N T 


PRODUCT  NEWS 


Lightweight  Portahility  Solves 
Transport  Problem 

G)nvaiJ’s  are  the  answer  for 

moms  and  kids  on  the  go.  Long  knmvn 
tor  their  patented  folding  design,  they 
told  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  tor  indoor 
or  outdoor  use.  Circle  # 209 


Full  Range  of  Accessories 

A chiMce  ot  up  to  twenty  options  on 
Convaids  buggies  includes  a transparent 
detachable  tray,  made  ot  unbreakable 
Lexan",  and  a detachable  canopy  for 
shade  and  protection  from  the  elements. 


ERIC 


New  BusA^an  Tie-Down  Models 

Now  available,  the  Cruiser  Transports,  a 
new  bas/van  tie-down  buggy  line  from 
Convaid,  successfully  crash  tested  at  30 
MPH,  20g  deed  in  a forward-facing 
configuration  with  up  to  170  lb. 
dummy,  using  a Q-Straint  (with 
positive  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 

Convaid  s EZ  Rider  makes  transport  easy 
iuui  fun  with  six  colors,  several  sizes  and 
extensive  adjustability.  circto  # 210 


Convaid  continues  to  add  to  its  broad 
faoge  of  pf3sittoning  buggies  to  fit  any  age, 

' any  size  and  mo^.  tight  budgets.  Choose 
ftofn  the  Cruiser  line  with  Its  many 
different  poit^cmihg  acetifies,  the  EZ 
Rider  with  its  quick  ibUmg  design,  or  any 
of  Convaid’s  compact  folding  buggies.  PW 
we  offer  the  Cruiser  Transptwt  line,  a 
bus/van  tie-down  successfully  tested  wi^ 
up  to  a 170  lb.  dummy. 

All  Convaid  buggies  feature  our  patented 
4bUing  design  which  eliminates  slum|^  tmd 
the  of  accidcnul 
the  possibilities. 

iitliiySA.  FHeYeaWommty.  .. 


CRUISER 


C.iJI  lod.i\  (Or  \iuu  lu  I I'li'i  iuni ' . 

' ihc  \oiir  de  dri. 

■ ■TaOOoSZTOZO 
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Circ)t#12e 


:CEPTIONAL 


Library 

You  can  order 
any  of  the 
books  listed  here 
with  the  coupon 
below  or  by  calling 
(800)  535-1910 


torSABJlITY,  GENERAL 


]ourCM(d 

and 

Health 

Care 

A ■ 

ituhU  ftv 

N/v . I tf  .\Vr  J» 


Your  Child  and 
Health  Care 

A “DoUars&Sense'^  Guide  for 
FasnUiesuitk  Special  Needs 
L.R.  Rosenfieij),  LC.S.W.,  Ph.D. 
This  rosourco  hrlps  paronLs 
no^»otiato  tho  mazo  of  financial 
assistance  programs,  organiza- 
tioiis.  and  government  services. 
You  \\ill  he  able  to  seek  semCL's 
and  assistance  confidently  from 
all  source's, 

PB1180D  $29.00 

Count  Us  In 
Growing  Up  with  Down 
Syndrome 

J.  Kingsley  & M.  Le\ii7 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

H8073DS  $9.95 


Sports  and  Recreation 

FOR  the  DISASLED 
Second  Edition 
M J.  Paciorkk  & .lA  Jones 
A lK)ok  designed  to  make 
dreams  coini'  true!  More  than 
50  activities  are  fully  described, 
from  all-terrain  vehicles  to 
wilderness  experiences, 
individual  ami  team  sports. 
C01160D  $32.00 


Planning  for 
THE  Future 

Providing  a Meaningful  I4fe 
fora  Child  with  a DisabUity 
qfUr  Your  Death 

Mark  Ri'sseli. 

AP0240D  $24.95 


Computer 


Resources  for 

fCOpiC  Wlui 


Taking  Charge 

Overcoming  the  Challenges 
of  Long-Term  Illness 
!.Pollin,M.S.W.&S.K. 

GoijWt,  M.A. 

Designed  to  help  tho  chronically 
ill  person  understand  why  you’re 
feeling  tho  way  you  do  and  to 
realize  that  your  emotions  are 
normal,  natural  and  prtKiictable. 
Coming  to  terms  with  reality. 
RH107OD  $22.00 


Raising  A Child  Who 
Has  a Physical 
Disabhjty 

A Medical  Primer 
D.G.  Albrecht 

This  book  will  make  your  job 
easier.  Compassionate,  help- 
ful, and  based  on  real-life 
experience,  it  will  help  you 
handle  every  facet  of  raising 
and  loving  your  special  child. 
JW1210D  $12.95 


Facilitated 

Communication 

The  Clinical  and  Social 
Phenomenon 
Edited  by:  H.C.  Shane,  Ph.D. 
An  up-to-date  exploration  od 
the  controversial  topic  of  FC 
and  also  the  current  under- 
standing of  learning,  commu- 
nication, and  movement  in 
persons  with  developmental 
disabilities. 

SiPllSOD  $45.00 


I Wish... 

Dreams  & ReediUes 
of  Parenting  a Special 
Needs  Chad 
Kate  Divine  McAnaney 
a book  about  conflict,  courage 
and  creative  solutions. 
CP074CP  $8.95 


Computer  Resources 
for  People  with 

DiSABIUTESM^fU^ 
to  Exploring  Today*s 
Assistice  Technology 

'^iB  Alliance  for 

TECHNOI.OOY  ACCUSS 
Provides  user-friendly 
support,  iidormation,  and 
up-to  dale  answers. 

HP0870D  $14.95 


Feeling  Fit 

A Professionally  designed 
low  impact,  iow  intensity  aerobic 
excercise  program  for 
individuals  with  developinenlal 
disaliililles. 

001030D  VIDEO  $24.95 


Spcvifil  PdiviiL 
[Slvcidl  (Mil 


:fei . ■ , 

Sullis'uiT  - 


‘<T\ST  U Kt>IX</ 


rrmwT 

FAIR! 


SIBLINGS  (>F 
cnilJlUEN  WITH 
I)IM\BUJTIES 


The  Complete 
Directory  for  People 
with  Disabilities 

Edited  by  L.  Mackenzie 
A one-stop  sourcebook  for 
individuals  and  professionals; 
products,  resources,  books 
and  services. 

GH1150D  $145.00 


The  Illustrated 
Directory  Of 
Disabhjty  Products 
Edited  by  M.  Mace 
Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  providing 
customers  with  the  informa- 
tion to  make  the  best  decision. 
TP0260D  $12.95 


Special  Parent, 

Special  Child 

Parents  qf  Children  With 
Disabilities  Share  Their 
Trials.  Triumphs,  and 
HarddVon  IHsdom 
T.  SiniivAN 

Inspiration  and  Information 
for  facing  the  challenges  of 
being  a special  parent. 

GP10500  $21.95 


It  Isnt  Fair! 

Siblings  of  Children  with 
Disabilities 
Edited  by  S.D.  Ki.kin 
& M.J.  SCULKIFER 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


G59 


Effective  Intervention 
For  Self-Feeding 
Success 

C A Nelson,  Ph.D.,  OTR 
An  effective  and  easy  to  follow 
v«deo  program  for  parents 
which  provides  the  tools 
needed  to  be  succe.ssful  in 
moving  your  child  mward 
independent  sidf  feeding. 
ED0780O-V10E0  $39.95 


Potty  Learning  For 
Children  Who 
Experience  Delays 

S.R.  Hays,  M.S.,R.N.,C.R.R.N. 
Tills  video  presents  a unique 
developmental  approach  to 
supporting  the  child  in  learn- 
ing itulependence  in  the  man- 
agement of ‘ballirooin*  skills. 
E007700-VIDEO  $39.95 


Negotiating  the 
Special  Education 

Maze:  a Guide  for  ParenU 
and  Teachers,  2nd  EtUt^on 
Andekson,  Chitwood,  & Hayden 
Basy-to-follow  guide  to  the 
special  education  system, 
demystifies  the  system — 
beginning  with  the  very  first 
evaluation  through  the  design 
ofthelEP. 

WB0190D  $14.95 


Teaching  Reading  To 
Children  with  Down 
Syndrome 

A Guide  for  Parents  and 
Teachers 

P.LOawEiN 

Ihe  only  book  on  this  sutyect,  it 
describes  a nationally  kno^vn  read- 
ing program  that  eiisuies  success 
fay  presenting  lessons  which  are 
hnaginative  and  functiona]. 
WB120D$  $16.95 


Communication  Skills 
IN  Children  with  Down 
Syndrome 
A Guide  for  Parents 
Libby  Kumin 

Parents  learn  how  communi- 
cation ski’?:'  progress  from 
infancy  through  the  early 
teenage  years, 

WB031DS  $14.95 


Medical  & Surgical  Care 
FOR  Children  wtth  Down 
Syitorome 

A Guide  for  Parents 
L.  Kumin,  Ph.D.,CCC-SLP 
Provides  parents  with  a wealth 
of  information  about  speech  and 
language  development  in  chil- 
dren with  Down  syndrome.. 
WB123DS  $14.95 


Head  Injury  And 
The  Family 

A Life  And  Lining 
Perspective 

A.E.  Df.u.  Orto  & P,W,  Power 
Focuses  both  on  how  the  fain 
ily  can  adjust  ami  sunive  the 
trauma  related  to  head  injury, 
as  well  as  become  a pnrtni'r 
in  the  treatment,  rehabilita- 
tion,  and  adaptation  proci'ss 
CR1090D  $29.95 


When  Young  Children 
ARE  Injured:  FamiUe* 
as  Caregivers  in  Hospitals 
and  at  Home 
J.  Hm.tiwanoku  & M.  Lash 
A book  about  the  family's  role 
In  can»giving  when  a young 
child  is  ii\jured. 

EP085ML  $7.50 

(inf  Mrs  skippinff  rhargpA) 


When  Your  Child  is 
Seriously  Injured 

Tfie  Emotional  Impact 
on  Families 
Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

( Includes  shipping  charges) 


When  Your  Child  Goes 
TO  School  After  an 
Injury 

Marilyn  Lash 

Issues  parents  need  to  con- 
front about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

( Includes  shipping  charges) 


Howie  Helps  Himself 

J.  Fassler,  PicniRK  BY  J.  Lasker 
Designed  to  help  the  child  with  a 
disability  and  the  sibling  identify 
with  some  of  the  joys,  stresses 
and  strains  of  a disability. 
AW112PD  $13.95 


Fm  Deaf  AND  If  s Okay 

L.  Aseltine,  E.  Mueller  & 

N.TArr,PKTVRt5BYR 

COGA.NaHlRV' 

How  this  little  hoy  ('0|h.'s  with 
tK.  frastrations  of  di'afness  at 
play  and  at  home. 

AW114DF  $11.95 


Pricess  Pooh 

K.M.  Muldoon, 

Illustrated  by  L.  Shite 
A .sibling  .seertdiy  dulis  her  .sis- 
ter ‘Prina'ss  Pooh,’  liocauso  .she 
sits  on  her  'throne  with  whwls 
and  giv(*s  ortlers,  until  .sh(^ 
takes  the  whwichair  out  for  a 
spin.  An  lionest  l(X)k  at  some 
iinivorsiil  firlmg 
AWllOOD  $13.95 


A Cane  in  Her  Hand 

A.B.  LnruFii-ii), 

Iiii«TRAT>J)  by  F^  Mia 
A groat  book  to  help  ehildren 
who  are  not  phy^'caily  disabled 
understand  those  who  are. 

AWniBL  $13.95 


Baby  Book 

for  the  DevelopmentaUy 
Challenged  ChUd 
R.  Mathews 

A unique  approach  to  the  tradi- 
tional “Baliy  Rook"  ilc.signoi  for 
children  with  de\elo|)in(*nt;il 
dis;il>ilitics.  Special  .sections  for 
medical  histories  and  Mom  and 
Oaii's  f(H*lings. 

HD1220D  $25.00 


Fm  THE  Big  Sister  Now 

iuiKnw>DmG.(Xw>K 
How  the  h'viiig  care  of 
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“Bestest  Buddies” 


Kristen  Gain  helps  “bestest  buddy” 
Erin  Tatro  smile  for  the  camera. 


by  Kristen  Gain 


y name  is  Kristen.  I’m  seven  yeais  old, 
and  this  is  my  story  about  my  friend 
Erin  Tatro. 

Erin  has  cerebial  palsy;  her  muscles  don’t  work 
the  same  way  as  everybody  else’s.  She  kicks  a lot 
and  she  moves  her  arms  a lot  She  giggles  a lot, 
and  she  hums  and  grinds  her  teeth.  She  talks  with 
a yes/no  board  with  her  hands  and  sometimes 
with  her  feet  She  gets  sick  a lot,  too, 

I met  Elrin  in  kindeigarlen.  At  recess,  I liked  to  push  her  in  her  chair, 

Erin  is  in  my  first  grade  class,  too.  I like  to  help  Erin  if  I finish  my  work  early.  I 
especially  like  to  push  her  around  on  the  field.  She  likes  to  be  pushed  on  the 
bumpy  part  of  the  field.  Sometimes,  I get  to  ride  Erin’s  bus  home  with  her. 

At  Erin’s  house  I like  to  swing,  help  Erin  walk 
in  her  walker,  do  homework  witli  her  and  sleep 
over.  I like  to  ride  in  Erin’s  van  and  play  her 
music  tapes.  On  Saturday  mornings,  I like  to  go 
bowling  with  Erin  and  set  up  the  bowling  ramp 
so  she  can  get  strikes.  We  get  good  scores 
” ' together.  We’re  in  Brownies  together,  too.  And 
we  like  to  go  to  the  movies,  like  the  Limi  King. 

Me  and  Erin  are  bestest  buddies.  Best  of  all,  when  I tell  Erin  secrets,  she 
doesn’t  tell  anybody.  IP 


By  sitting  on  the  back  of  th  i 
swing,  Kristen  has  figured  out  a 
way  to  give  both  herself  and 
Erin  a wild  ride  at  the  same  time. 


Kiisten  Gain,  7,  nyUl  soon  be  a second-gmder  at  Pines  Elemental^  School 
in  Magaiia,  California.  She  lives  with  parents,  Tony  and  Nancy, 
bwthet'Ryan,  12,  and  sister  Kaylin,  9.  Het*  hobbies  include  drmving, 

skating  and  riding  her  bike. 


Seven-year-olds  Kristen  and  Erin 
know  the  best  way  to  cool  off  on  those 
hot  California  afternoons. 


Monies  Turn: 

I like  to  bring  Kristen  along  when  I need  to  do  some  shopjping.  IVs  wonderful  to  have 
an  extra  pair  of  hands  to  push  Erin's  wheelchair.  Kristen  enjoys  these  trips,  too; 
token  she  comes  over,  she'll  often  ask,  **Do  you  need  to  go  somewhere  today?" 

With  my  permission,  Kristen  and  Erin  especially  like  to  roam  the  store  without 
me.  As  I shop,  they  stroll  the  di^es,  looking  at  things  that  are  more  interesHw  to 
kids.  Tliey  also  like  to  hide  firm  me.  Out  of  the  comer  qf  my  eye,  Joftennotice 
Kristen  hurriedly  pushing  Erin  by  the  end  of  the  aisle  Tm  in,  hoping  I don  't  notice 
them.  But  I visually  know  where  they  are  because  Erin  often  makes  a humming 
sound  or  gtinds  her  teeth.  Etched  in  my  mind  forever  is  a picture  of  Kristen 
pushing  Erin's  wheelchair  down  an  aisle  with  one  hand,  while  the  other  hand 
teas  wrapped  ajound  Enn'sface  to  cover  her  mouth;  Erin's  hum  vxts  pariiculariy 
toud  that  day  and  was  giving  auxiiy  their  position. 

— Doma  Tatro 


rhe  Children's  Page  welcomes  contributions  from  children  with  disabilities,  their  siblings  and  their  friends.  Be  creative!  Send  your  stories,  photos  and  artwork  to; 
Chttdren't  Page,  Exceptional  Parent,  209  Harvard  Street,  Suite  303.  Brookline.  MA  02146-5005. 
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^^Appropriate  movement, 
not  static  positioning, 
is  the  key  to  improved 
health  and  indeixmdenre'' 

The  M.O.VE,*  curriculum 


Walking  with  his  father  is  now  a daily  joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  teachers,  M.O.V.E.*  and  Rifton  Equipment,  Duane  is  making  real 
progress.  I'hc  M.OV.E  * curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disablllUes.  Working  In  partnership 
with  M.O.V.E.^  founder  Linda  Bidabe,  Rifton  has  developed  a 
complete  line  oT  equipment  to  support  the  M.O.V.E.*  program. 

•Tlu-  M.O.V.IC.  currlfuluin  Is  <-o|)vrtHhit  <l  l)v  llu*  K(*rn  CouttiN  C.tliloi  nl.i 
til  ol  S<  Imols  and  iirtMtsrd  In  M OV  K.  InUM  tialloniil 

Take  your  first  step  today.  Call  i-800-374-3866 
Ibr  more  Int'orniatlon  and  a froe  calalog. 
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^^AppropriaU  * n xoih  7i  \cnt , 
not  sia'.ic  positioning, 
is  thf  kvti  to  iniproncd 
h(*cdth  and  ind(*fx*n(l<^nc(\*" 

The  M,0,VE*  curriculum 


Circle  #41 


Walking  with  his  father  is  now  a daily  joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  tca^'hers.  M.O.V.E.*  and  Rift  on  Equipnieni,  Duane  is  making  real 
proji^ress.  The  M.O.V.E.*  eurrieulum  teaehes  standing,  walkiiif^.  and  functional 
sitlin^^  skills  to  children  with  disabilities.  Workinj[J  in  partnership 
with  M.O.VE.*  founder  Linda  Bidabe.  Rift  on  has  developed  a 
complete  line  of  c(|ulpmcnt  to  suj^port  the  M.O.V.E,*  proj^rain. 

• riio  M 0.\'  K » uni(  uluni  is  ((i|)vrluhl(  <)  !»v  ihr  K<  i n Couiitv  ( .ilHoiiii.i 
Sii|>ri  iiiU-iKlr  If  ol  Si  lumN  ,uul  iu  « iis«  «l  to  M ( )\'  K liiimi.ilion.i) 

Take  your  first  step  today.  Call  1-800-374-3866 
for  niort*  Inforniation  and  a free  ratalof*. 
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HEALTH 

Genetic  Counseling:  Part  One  by  Naomi  Angoff  Chedd. 
“The  science  is  the  easy  part.  ” 
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Cover  Kelly  Rankstov^  ojllie 
Oranye  (hvve  Center  in  Chat- 
tanooga^ Tennei^v.  IPvctia^  irilfi 
Dr.  Rick  Rader  for  a presentalion  to 
niMical  sludenlft,  inle}mand  resi- 
dents. Physicians-in-haining  typi- 
cally have  littU*  arposii iv  to  people  j 

irilh  dmbililif^  Dr  Rader's  innor- 
alire  Developmental  Disabilities  | 

Falient  Simulator  progmm  fsec'  i 

fxtgc36)  aims  to  chamje  all  that. 

Kelly  one  of  three  ''patient  simu- 
lators" with  developmental  disabili- 
ties "pimmts" a unique  up fx^r 
I arm  (xmtmctu iv  and  fm  Imnml 
I to  assist  physicians  in  their 

appnxich  ami  communication  1 

UThniqm^  In  Kelly'sfhst  outing,  \ 

sfm  sugfy^hd  to  a 7ierrous  intern  j 

that  llw  doctot'  ivould  get  a IxHter 
fed' for  the  contmetn  iv  by  Just  \ 

mnoving  her  bulky  ski  Jacket.  j 

Kell y 14,  has  arelmd  palsy.  | 

hydnrefMus,  sdzwv  disorder 
visual  and  kvring  inqxiirment.s, 
cunatun*  of  the  spine  and  a keen 
scm.si*  of  humor  Photo:  Ikmnis 
mikes. 
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IDEA  and  ADA:  Positive  legislative  changes 

At  the  end  of  June,  the  U.S.  Department  of  Eklucation  submitted  its  proposals  to 
Congress  to  improve  the  Individuals  with  Disabilities  Education  Act  (IDEA).  These 

proposals  (see  page  57)  were  based  on  input  from  more  than  3,000 
parents  and  educators.  This  will  be  the  first  substantial  revision  of 
the  law  since  1975. 

In  the  last  20  years,  this  legislation  has  had  a dramatic  effect  on 
the  lives  of  millioni;  of  children  and  adults  with  disabilities  and  their 
families,  as  well  as  on  all  Americans.  Tbday,  our  society  is  far  more 
welcoming  and  inclusive.  We  urge  our  readers  to  urge  their  legisla* 
tors  to  support  the  reauthorization  of  this  important  legislation. 

This  summer  marks  the  fifth  anniversary  of  another  important 
piece  of  legislation — tire  Americans  witii  Disabilities  Act  (ADA).  In 
its  short  Iristoiy,  the  ADA  has  also  contributed  to  far  greater  coiur 
munity  participation  for  people  with  disabilities  of  all  ages. 

Both  IDEA  and  ADA  were  enacted  because  parents  and  people  with  disabilities 
worked  tirelessly  to  inform  members  of  Congress  about  their  needs.  Today,  with  all 
the  talk  in  Washington  about  returning  to  old  ways  of  doing  things,  we  need  to  remind 
our  elected  officials  that  the  results  of  these  legislative  changes  have  been  positive  for 
all  citizens. 

Health 

All  too  often,  parents’  relationships  with  health  care  professionals  are  not  the  partner- 
ships described  by  Irene  PoUin  in  her  wonderful  book,  Taking  Charge  (see  page  53). 
Sometimes,  parents  and  professionals  become  adversaries  and  “forget”  their  shared 
concerns  about  a child’s  well-being. 

Gradual  changes  in  the  education  of  professionals  have  contributed  to  increasing 
collaboration  between  parents  and  professionals — especially  when  parents  and  indi- 
viduals with  disabilities  have  become  directly  involved  in  the  professional  education 
process.  In  this  issue,  we  are  delighted  to  report  on  an  exciting  new  program  in  which 
children  and  young  adults  with  disabilities  are  teaching  physicians  (see  page  35).  We 
hope  this  program,  created  by  Dr.  Rick  Rader,  will  serve  as  an  example.  We  are  also 
pleased  that  Dr.  Rader  has  joined  our  Editorial  Advisoiy  Board. 

Recently,  professionals  have  started  talking  more  about  the  emotions  of  parents  of 
children  with  disabilities.  Still  rarely,  however,  do  professionals  discuss  their  own  feel- 
ings. We  know  that  such  discussions — dilBRcult  as  they  may  be — ^will  be  stimulated  by 
*^rhis  Doctor’s  Point  of  View,”  an  unfinished  essay  by  the  late  Dr.  Ai thur  Weber. 

Special  Olympics 

Thanks  to  our  wonderful  staff  and  Mends,  75,000  copies  of  a special  issue  of 
ExcEimoNAi.  Parent  were  distributed  at  the  1995  Special  Olympics  World  Summer 
Games.  We  er\joyed  seeing  the  thousands  of  excited  and  proud  atliletes  from  all  cor- 
ners of  the  globe.  A world  in  which  the  horrois  of  ethnic,  cultural  and  class  warfare 
occur  all  to<  > frequently  could  learn  much  from  these  spirited,  caring  athletes  who  just 
hapi^en  to  have  intellectual  limitations. 

Subscription  prices 

lilvery  few  yems,  though  cognizant  of  tlio  financial  biuxiens  many  maders  face,  I have 
file  imwelcome  task  of  annoimcing  a subscription  price  increase.  The  costs  of  postage 
and  paper  have  increased  significantly.  As  a result,  we  must  raise  the  price  of  a one- 
year  subscription  to  $28,  effective  November  1, 1995.  The  good  news  is  that  all  sul> 
scribers  will  have  an  opportimity  to  renew  their  subscriptions  at  the  current  price. 
Wliile  we  know  our  magazine  provides  valuable  inforniation,  wq  know  that  costs 
of  so  many  things  seem  unfair.  We  j^preciate  our  readers’  understanding  and  loyalty. 
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Outcomes:  Posture,  function,  and  improved. 

Comments:  Bobby  shows  greater  endurance  and  activity  in  the 
GS  Cushion  and  Back. 

FolloW’Upi:  Adjustments  will  be  easy  to  make  as  Bobby  contiri|i4s  to  grow 
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An  Invaluable  Resource 

I am  an  occupational  therapist,  and 
your  magazine  is  an  invaluable 
resource  for  me.  1 have  shared  it  with 
parents,  used  it  to  locate  organiza- 
tions and  products,  and  have  learned 
much  from  the  articles  IVe  read  in  it. 
It  is  very  interesting  and  er\joyable 
reading — I prefer  it  to  my  popular 
and  professional  publications. 

S.5.,  Illinois 

Cover  to  Cover 

Like  so  many  of  your  readers,  I sit 
down  and  read  the  magazine  from 
cover  to  cover,  just  as  soon  as  I can — 
usually  witliin  hours  of  its  arrival  in 
our  mailbox!  I am  often  touched  by 
the  articles  and  letters  from  parents, 
especially  Seaivh  letters  from  parents 
of  children  with  rare  conditions.  I feel 
grateful  to  have  a daughter  with  a rel- 
atively common  disability — Down 
syndrome. 

I’ve  passed  articles  on  to  other 
people.  I’ve  laughed,  Fve  cried  and 
I’ve  even  been  outraged  on  occasion. 


Thank  you  for  a wonderful,  infonna- 
tive  and  up-to-date  magazine  that 
really  hits  the  spot  with  me. 

J.T.,  California 

Facilitated  Communication 

My  daughter  and  I were  sitting  in  Dr. 
David  Hirsch’s  office  two  weeks  ago 
when  I picked  up  the  May  issue  of 
Rxc'EPnoNAL  P.\RENT.  After  looking  at 
the  cover,  I told  my  daughter  that 
tliere  was  another  article  on  facilitat- 
ed communication  (FC),  I said  a 
prayer  that  maybe  this  magazine  had 
published  a fair,  up-to-date  article, 
based  on  the  facts. 

Not  to  our  surprise,  but  much  to 
our  disappointment,  you  did  nothing 
but  continue  to  print  misinformation. 
Those  of  us  with  children  who  benefit 
fi'om  FC  have  never  claimed  tha  FC 
will  benefit  every  nonverbal  person. 
We  ask  only  for  fairness. 

Why  didn’t  you  print  an  article  by 
Dr.  Doug  Biklen — one  just  as  long 
and  detailed  as  the  LevineAVharton 
article — side-by-side  with  the  nega- 


tive article?  Why  didn’t  you  list  the 
Syracuse  University  FC  Institute  as 
an  information  resource?  Why  doesn’t 
ExcEimoNAL  Pari-:nt  allow  parents  to 
make  their  own  judgments  about 
what  may  or  may  not  work  for  their 
children? 

My  daughter  is  blind  and  nonver- 
bal. Her  use  of  FC  has  been  validated 
by  a competent  psychologist.  FC  has 
changed  her  life;  she  now  uses  FC 
with  seven  different  individuals.  Wliat 
else  does  my  daughter  have  to  do  to 
prove  her  competence? 

J,U.,  Arizona 

H I was  appalled  that  the  May  issue 
of  Ex('ei>tional  Parent  declared  FC 
“not  a valid  approach  to  communica- 
tion.” Your  coverage  of  FC  was  very 
unbalanced  and  clearly  conununicat- 
ed  a decision  to  “trash”  FC.  I under- 
stood that  Dr.  Biklen  would  present 
another  point  of  view  in  another 
issue,  but  lus  article  should  have 
appeared  in  May.  Your  lead  article  on 
PC,  the  first  ever  by  Exc'EPTIOnai. 

continued  on  page  6 
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^Tb  reach  cut  to  parents 
ofchil<6^  end  young  adults 
with  disabilities  ond  special 
health  care  needs  and  to  the 

profmksnaU  who  serve  fernilks 

%■  1b  empower  parents  and 
professionals  by  providing 
practical  information  and 
emotional  support 

Eiithiu  Aivisoky  Hui 

USA  BUiMBERG,  J.D.,  Corporate 
Attorney,  Aetna,  Hartford,  CT 
T.  BERRY  BRAZELTON,  M.D.,  Clinical 
Profeuor  Emerltut  of  Pediatrlci, 
Harvard  Medical  School,  Boaton,  MA 
CHARLENE  BUTLER,  Ed.D,  Preiident. 
American  Academy  for  Cerebral  Palay 
and  DeveioproenhJ  Medicine, 

Roaemont,  IL 

FRANCES  P.  CONNOR,  Ed.D.,  Profcaaor 
Emertta,  SpecM  Education.  Cd^^ 

a- — — a.  1^ 
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AU.EN  C.  CROCKER,  M.D.,  Director. 
Developmental  Evaluation  Center, 
Children's  Hospital,  Boston,  MA 
EU  FACTOR,  D.M.D.,  Parent,  President, 
Wheelchair  Motorcycle  Associatloi;, 
Brockton,  MA 

MURRAY  FEINGOU),  M.D.,  Physician- 
in-Chief.  National  Birth  Defects  Center, 
Waltham,  MA 

SANDRA  B.  FLEISHMAN,  Parent, 
Project  Director,  A WORU)  OF 
DIFFERENCE  Institute,  Anil-Defamation 
Uague,  Bostoit,  MA 
BRUCE  M.  CANS,  M,D„  President, 
Kch^ilitation  Institute  of  Mlchi|an, 
Detroit,  MI 

SOL  GORDON,  Hi.D,,  Professor 
Emeritus,  Child  and  Family  Studies, 
Syracuse  University,  Syracuse,  NY 
STANLEY  I.  GREENSPAN,  M.D., 
Clinical  Profesaor  Piychiatry  ai>d 
Behavioral  Pediatrks,  George 
Washington  University  Hadicat  School, 
Washington,  DC 

HERBERT  J.  GROSSMAN,  M.D., 
Professor  of  Pediatrics.  Neurology,  and 
Psychiatry.  Univ.  of  Mkhigan  Mcdkal 
Center,  Ann  Arbor,  Ml 
DAVID  HIRSCH,  M.D.,  Phoenii 
Pediairict,  Hiaenix,  A2 


GOODWIN  D.  XATZEN,  Former 
Executive  Director,  RocUand  Ccnnly 
Center  for  the  Phytk^ly  Handicapped. 
Pomona,  NY 

SUSAN  M.  KLEIN,  Ph.D.,  Profet«>r 
of  Special  Education,  School  of 
Education,  Indiana  University, 
Bloomington,  IN 
DINALOEBL,Ed.D„(nit, 

Associate  Professor,  Department 
of  Occupational  Therapy.  School 
of  Education,  New  York  Unhreriity. 

New  York,  NY 

EDWIN  W.  MARTIN,  Ph.D„  President 
&neritus,  National  Center  for  Dis^ility 
Services,  Albertson,  NY 
JAMES  MAY,  MA„  M.Ed.,  Project 
Director,  National  Fathers'  Network, 
Bellevue.  WA 

JEANB.  McGREW,Ph.D., 
Superintendent.  Glenbrook  School 
District  12^  Glenview.  11 
EDWARD  NEWMAN,  Ph,D„  Professor, 
Temple  University  School  of  Social 
Administration,  l^iiadelphla.  PA 
BETTY  PENDLER,  M.S.,  Parent, 
Member,  New  York  State  Developmental 
DUabditiet  Planning  Coundl,  Nw  Yeik, 
STEVEN  P.  PERLMAN,  D.C.S,, 
M.ScD.,  Assistant  Clinical  Professor. 
Boston  University  School  of  Dentistry, 
Baaton.MA 


HARVEY  PRESSMAN,  President. 
Corporation  for  Opportunity  Expansion, 
Newton,  MA 

SIEGFRIED  M.  PUESCHEL,  M.D„ 
Parent,  Prof,  of  Pediatrics,  Brown  Univ. 
School  of  Medicine,  Providence,  R1 
RICK  RADER,  M.D„  Director. 

Institute  for  Developenental  Medicine, 
Orange  Grove  Center,  Chattanooga  TN 
PEGGY  MANN  RINEHART,  BA,  Parent, 
Director  of  Communications.  Center  for 
Children  with  Chronic  Illness  and 
Disabiiihr.  University  of  Minnesota, 
Minneapollt,  MN 

JEROME  ROSNER,  O.D„  Professor 
of  Pediatric  Optometry,  University  of 
Houston,  Houston,  TX 
HARILYN  ROUSSO,  AC.S.W.,  Director. 

. Disabilities  Unlimited  Counseling  & 
Consultative  Service,  New  York,  NY 
BARBARA  J.  SEABURY,  MA,  Director, 
Child  life  DepL.  Rhode  Mand  Hospital, 
Providence.  HI 

HOWARD  SHANE,  Ph.D„  Director. 
Communications  Enhancement  Center, 
Children^  Hospital.  Boston,  MA 
CAROL  TlNGEY,  Ph.D.,  Parent. 
Psychologist,  University  of  Utah 
Hospital,  Sail  Lake  City,  UT 
HAROLD  1URNER,D,D.S„ 

Associale  Professor,  Retired,  School  of 
Graduate  Dentistry,  Boston  University. 
Boston,  MA 
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Ford  Motor  Company  understands  that  a physical 
disability  doesn’t  mean  life  can’t  be  rewarding.  For 
many,  there’s  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That’s  why  your  Ford  and  Lincolri-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that’s  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call.  You’ll 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a check  for  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There’s  nothing  for  you  to  send  in ... 
and  there’s  no  waiting  for  your  check! 

You’ll  also  receive  a complimentary  Ford  Cellular 
Telephone’  and  Roadside  Assistance^  for  the 
duration  of  the  bumper-lo-bumpef  limited  warranty 


MOBILITY 

MOTORir« 

PROGRAM 


INFORMATION  YOU  NEED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 


■ friendly  toll-free  and  special  ’’TOD"  information 
lines  to  answer  your  questions. 

■ a list  of  nearby  assessment  centers  authorized  to 
provide  a *prescription"  for  your  vehicle's  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program. 


Best  of  all,  you  get  Ford  Motor  Conjpan/s  products 
and  services.  A Corr}pany  where  quality  and  service 
are  always  "Job  IF 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van.  or  Ford  light  truck  . . . 
just  call  1-800*962*2248  (for  TDD  users; 
1-800-TBD-0312).  You’ll  discover  that  Mobility 
Motoring  is  your  kind  of  rewaid! 


Frtf  IMftty  NUttriiif  ViM 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You1l  meet  people  who 
have  learned  that  the  process  is  really  simple.  You'll 
also  see  how  Ford  products  adapt ...  for  versatility, 
convenience  and  just  plain  motoring  tun.  Just  ask  for 
your  tree  video  when  you  call  us 

PROGRAM  PERIOD 

October  1, 1994  - September  30, 1995 

' Customer  is  resf)onsible  tor  a t2l-day  mimmum  activation  on  the 
ford  Ceftutar  System.  Seme  local  individual  earners  may  reouire 
a longer  agreement  as  mil  as  other  related  service  and  usage 
charges,  so  acceptance  is  optional.  To  be  eligible  tor  the 
ccmpUmcntary  Ford  Cellular  TelephotK.  the  customer  must  also 
live  in  an  area  covered  by  the  Ford  Ceifular  System  at  the  time  ot 
the  (xjrchase  or  lease. 

* Mr  your  dealer  for  a copy  ol  the  limited  mrrantyand  complete 
delails  ol  the  Roadside  Assistance  Plan  VehKies  covered  by  the 
Lincoln  CommitmcnI.  F'Sertes  Preferred  Care  or  Red  Carpel 
LeaSi'  plans  have  addilionaf  benefits 


1C 


A NEW  CAR,  VAN  OR  LIGHT  TRUCK  . 

v<V4 


ADAPTIVE  EQUIPMENT  ...  AND  ON-THE-SPOT  CASH! 


Ford  and 

LirKotn-Mercurv  Divisioiis 
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Behind  Melissa’s  beautiful  smile,  big  blue  eyes,  and 
soft  blonde  hair  is  a child,  despite  disability,  who  is 
determined  to  succeed. 

When  she  arrived  at  Heartspring,  she  had  difficulty 
walking.  Activities  like  eating  and  using  a communica- 
tion board  were  extremely  difficult  and  she  was  unable  to 
concentrate  on  tasks  for  more  than  a few  minutes  at  a 
time. 

With  the  help  of  her  Heartspring  team,  Melissa  began 
improving  her  mobility.  Slow,  labored  steps  have  become 
mile-long  walks  at  a local  university.  She  has  learned  to 
pick  up  small  objects  using  just  her  thumb  and  forefinger. 
A special  diet  is  helping  her  to  lose  weight,  therefore, 
increasing  her  ease  of  mobility.  And,  while  Melissa  has 
improved  movement,  she  also  has  improved  concentra- 
tion. Now,  when  she  goes  for  a walk  in  the  park  with  her 
friends,  Melissa  proudly  leads  the  way. 

If  your  child— or  a child  you  know— needs  help  becom- 
ing more  independent,  call  Heartspring  today. 


A lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219  4699 
1-800-835-1043 
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continued  fmm  page  4 
Parent,  seriously  misrepresented 
this  valuable  communication 
method.  I believe  you  have  done 
untold  harm  for  the  future  of  FC, 
because  there  are  parents  who  take 
the  information  presented  in 
Exceptional  Parent  as  “gospel.”  This 
article  has  the  force  to  stop  many 
parents  and  educators  from  pursu- 
ing the  truth. 

IVe  worked  in  the  parent  business 
for  21  years.  IVe  talked  to  parents 
from  all  over  the  country.  IVe  met 
and  observed  their  children.  I’ve  lis- 
tened to  their  tribulations  and  tri- 
umphs. I have  been  privileged  to 
hear  the  reports  of  many  FC  suc- 
cesses, many  FC  disappointments 
and  some  FC  failures.  I’m  sorry  you 
haven’t  seen  and  heard  the  same 
things.  I believe  you’ve  made  a sub- 
stantial error. 

You  neglected  to  speak  to  a num- 
ber of  experts  before  running  this 
article.  In  fact,  Rosemary  Crossley 
was  in  the  States  at  that  time.  Did 
you  interview  her?  Did  you  talk  to 
1981  Nobel  Prize  laureate  (physics) 
Dr.  Arthur  Schawlow,  who  has 
testified  to  the  effectiveness  of  FC? 
Did  you  watch  tiie  video  clips  of 
Sharisa  Kochmeister,  who  leairu'd  to 
communicate  through  FC  and  now 
types  without  any  physical  support? 

By  now,  you  know  Pm  upset  and 
disappointed  with  Exceptionai. 

I ENT.  The  most  disturbing  aspect 
of  this  controversy  is  that  you  have 
joined  with  certain  “professionals,” 
in  opposition  to  parents.  And  just  so 
you  don’t  misunderstand,  I have 


Tell  us  about... 

...  your  child^s 
relationship  with 
grandparents  and 
other  relatives. 

Write  to:  Reaulers  ThWc,  Exckptional 
Parent^  209  Harvard  5L,  Suite 
Brookline,  MA  02146,  (617)  700  8742 
(fax),  A sampling  of  reader  responses 
to  this  question  wilt  appear  in 
a future  issue. 


o 
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enormous  empathy  for  parents  like  those  who  told  the 
storj'  about  being  falsely  accused  of  abuse  through  FC 
(“An  FC  Nightmare”).  Yes,  there  have  been  mistakes  and 
abuses — aplenty  of  them;  most  have  been  perpetrated  by 
professionals,  I work  to  stop  these  kinds  of  abuses. 

For  many  years,  Exceptional  Parent  has  worked  to 
empower  parents.  But  in  this  case,  you  decided — not  the 
parents.  I believe  you  will  learn  that  you  were  wrong. 

Next  time,  please  call  the  real  experts! 

Patricia  McGill  Smith,  Executive  Director 
National  Parent  Network  on  Disabilities  (NPND) 

Washington,  DC 

■ I was  horrified  when  I read  the  article  about  FC  in 
your  May  issue.  Four  years  ago,  I started  babysitting  for 
a beautiful  three-year-old  girl  who  had  been  bom  with  a 
chromosomal  disorder.  She  used  sign  language  and  knew 
about  100  signs. 

Two  years  ago,  a therapist  introduced  her  to  FC. 

Testing  showed  she  had  the  vocabulary  of  a eight-year- 
old,  but  couldn’t  verbalize  the  words  she  knew.  I was  not 
surprised.  I had  always  treated  her  like  any  other  child 
the  same  age,  but  FC  made  my  job  a lot  easier. 

Not  just  anyone  can  facilitate.  A facilitator  must  have 
faith  in  the  child.  He  or  she  must  also  know  how  to  hold 
a child’s  hand  properly;  pulling  back  on  the  child’s  hand 
not  only  prevents  facilitator  influence,  it  also  gives  the 
child  stability  and  confidence. 

The  frightened  three-year-old  I met  four  years  ago  is  now 
a first  grader  in  a public  school.  She  is  in  a regular  class- 
room and  can  speak  clearly  using  three-  and  four-word 
phrases.  She  points  to  what  she  wants  without  any  physical 
guidance.  She  is  confident  in  her  own  abilities;  often,  when 
I try  to  help  her,  she  says,  “By  myself.  Go  away.” 

As  for  allegations  of  child  abuse,  it  is  imperative  that 
we  assume  that  children  do  not  lie.  My  heart  goes  out  to 
anyone  who  is  wrongly  accused  of  child  abuse,  but  I 
would  i*ather  see  someone  falsely  accused  of  abuse  than 
see  a guilty  person  not  be  accused.  The  story  by  the 
facilitator  who  “wrongly”  accused  a family  of  abuse  dis- 
turbed me  (“From  Someone  Who’s  Been  There  and 
Back”).  The  law  requires  school  officials  to  report  suspi- 
cion of  child  abuse  within  hours,  not  weeks.  I wonder 
why  it  took  weeks  of  facilitating  by  a number  of  people 
to  report  the  suspected  abuse,  but  only  one  day  to  label 
FC  as  e\nl. 

B.T,  Connecticut 

“Warm  Fuzzy” 

Tm  a new  subscriber,  but  wish  I’d  known  about  you  a 
long  time  ago.  I’ve  tilready  gotten  m)  much  good  out  of 
your  magazine.  Keep  up  the  excellent  work — this  maga- 
zine is  a real  “wami  fuzzy”  in  a very  busy,  hectic  and 
hard  world. 

A.S.,  Illinois 
rontinurd  ou  page  H 
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Bus  Transport 


ktd-EJC 

Tilt  / Recline  Model 

"Twice  the  growth  with 
two  seating  systems. " 


Tha  kld-EXtm  Potltioning  thall  in  the 
Floor  Sitter/  High  Chair  Bata  and  tha  fotdad 
Mobility  Baaa. 


* Kids  can  grow 
from  the 
kId-EZim  to  the 
kid^EXtm 

* 5 years  of 
Growth 

* Complete 
Positioning 
System 


to  fold 
to  transfer 
to  adjust 


^ -800-388-5278 

Emm  mm  ^mmm  mi*  732  Cruiser  Lane, 

about  kids*  Belgrade,  MTSO/U 
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con  I i naed  from  page  7 

Straight  From  The  Heart 

Like  many  people  who  write  to  you, 

I have  a child  with  a disability.  I used 
to  feel  like  I was  the  only  one  with  a 
child  who  has  so  many  needs.  I con- 
stantly prayed  for  all  the  problems 
to  go  away  and  for  my  life  to  be  nor- 
mal. I cried  so  much  and  was  sad  all 
the  time. 

My  two-year-old  son  has  cerebral 
palsy.  He  tries  to  talk  and  pull  him- 
self up,  but  he  knows  he  can’t.  But 
he  is  always  happy,  laughing  and 
playing.  \Vhenever  Tm  upset  or  sad, 
he  makes  me  smile.  He  always 
shows  me  how  much  he  loves  me. 

I am  16  years  old.  I had  to  grow 
up  real  fast  after  my  son  was  bom, 
but  if  I had  the  chance  to  replace 
liim  with  a “normal”  child,  I wouldn’t 
( O it  for  the  world.  I now  realize 
h )w  lucky  I am  to  have  him. 

C hildren  with  special  needs  can 
i teach  you  a lot  about  life. 

I want  to  say  how^  wonderful 
Exc'ei^ional  Parent  is;  I’ve  never 


} read  any  other  magazine  that  makes 
j me  feel  so  good.  All  the  stories  are 
! written  by  real  people  talking  about 
! their  real  experiences  and  feelings, 
j It’s  straight  from  the  heart. 

C.B,,  California 

j Hearing  Impairment 
; and  Hearing  Aids 

j I am  writing  in  response  to  “Hearing 
j Impairment  and  Hearing  Aids”  (May 
1 1995).  I am  the  mother  of  two  chil- 
! dren  witli  bilateral  hearing  impair- 
j ments,  and  although  I agree  with 
I most  points  in  the  article,  I disagree 
: with  the  author’s  recommendation 
i that  a child’s  hearing  aids  be 
! checked  every  three  months.  Tliis 
: could  get  quite  expensive  because 
I most  insurance  companies  do  not 
i cover  any  expenses  related  to  the 
! aids.  These  are  out-of-pocket 
I expenses. 

; With  training  from  the  audiologist 
j on  the  use  of  the  dri-aid  kit,  stetho- 
; scope  and  batteiy  tester,  most  par- 


ents should  be  able  to  avoid  prob- 
lems  or  catch  them  if  they  occur.  I 
! have  my  children’s  aids  checked  year- 
! ly,  or  any  other  time  a problem  arises. 

! I’d  also  like  to  add  a suggestion 
I for  other  parents:  it  is  a good  idea  to 
i include  on  your  child’s  lEP  that  he 
i or  she  be  seated  at  the  front  of  the 
class.  This  will  allow  the  child  to 
maximize  the  benefits  of  his  or  her 
hearing  aids  with  less  auditoiy  inter- 
ference. 

j S.Ry  Iowa 

I Fragile  X Syndrome 

Thank  you  veiy  much  for  the  two 
articles  featuring  fragile  X syndrome 
that  appeared  in  the  June  1995  issue. 

I have  been  reading  Exceptional 
Parent  since  my  son  was  diagnosed 
with  fri^e  X in  1991  and  have  seen 
this  condition  mentioned  only  rarely. 

I am  a strong  advocate  for  letting  otli- 
ets  know  about  this  veiy  common 
! cause  of  developmental  disabilities. 

1 KM.,  Virginia 


SPECIAL  INTRODUCTORY 
SAVINGS  OFFER! 

**REAL  ^ underwear  just  like 
**Mommy*s  & Daddy*s^ 
but  with 

special  moisture-proof 
^Dri-Gard  Barrier” 
with 

Pads  that  Gel  to 
keep  wetness 
inside  the  pad! 


PREV^. 


TRAINING  SYSTEM 
• Panties  & Briefs  plus 
« Shaped  Pad  for 
custom  fit 


Offer  n 1 ...  O 
Package  includes: 

One  (i)  Girls  or  Boys  Training  Pants 
One  (i)  Bag  20  Training  Pads 
Normal  Retail  Price  of  these  items..  $16.50 

Special  introductory  savings  - 150 

You  Pay  Only  $1S>00 


'Off’erU2...  EH 
Package  includes: 

Three  (3)  Girls  or  Boys  Training  Pants 
Three  (3)  Bags  60  Training  Pads 
Normal  Retail  Price  of  these  items..  $49.50 

Special  introductory  savings  • 6.00 

You  Pay  Only $43>S0 


J J 

[Name 

I Address 

I City 

State/Zip 

I Please,  Rush  My  Introductory 
1 Offer  of  Prevent  Plus. 

I (Please  check  the  offer  you  desire) 

I m Offer  #1  - $15.00  + $3  ship. 


m 

Offer 

#2-  $43 

.50  + $3  ship. 

Pant  SIZE  CHART  Waist 

Hips 

Weight 

Boys 

4T 

20-2  r 

19-20** 

28-38  lb. 

Boys 

6 

21-22'* 

21-23** 

39-49  lb. 

Boys 

o 

22-2V* 

24-26** 

50-59  lb. 

Girls 

4T 

2VA-2T* 

19-20** 

28-38  lb. 

Girls 

6 

2272-23** 

21-23** 

39-49  lb. 

Girls 

8 

2372-24** 

24-26** 

50-59  lb. 

(Please  check  the  style  and  size  required) 

Style:  Boys Girls 

Size:  4T 6 8 


Enclosed  please  find  a ^chcck  or | 

Money  Order  in  the  amount  of  $ . 

Sorry  no  COD’s.  payable  to:  i 

HUMANICARE  INTERNATIONAL 
1471  Jersey  Avenue,  ' 

North  Brunswick,  New  Jersey  08902  1 
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Please  answer  the  lollowiny  questions. 

A-  Are  you  a subscriber  to  Exceptional  Parent? 

□ Yes  □ No  (If  no.  please  see  the  subscription  card  in  this  issue.) 


Free  product  S service  information  order  card* 


Name 


Facility . 


Address . 


City_ 


State 


.Zip. 


Phone 


_Fax. 


Aie  you  the  PARENT  of  MEMBER  OF  THE  FAMILY  ol  a cnild  o(  young  adult  with  a 
disability  or  special  health  care  need?  □ Yes  □ No 


C*  Are  you  a HEALTH  CARE  PROFESSIONAL  involved  in  the  care  of  children  or  young 
adults  with  disabilities  or  special  health  care  needs'^  ■ □ Yes  ‘ □ No 

If  Yes.  □ Ph^'Sician  t □ rn  / □ Physical  Therapist 

are  you  a:  □ Occupational  Therapist  ? □ Speech  Pathologist:  Audiologist 

Other  (please  indicate) 

0- Are  you  an  EDUCATOR’  ■□Vfes  .DNo 

If  Yes,  Special  Ed  Teacher  ••□Regular  Ed  Teacher  Admin/Dir. 
are  you  a:  'O  Other  (please  indicate) 

^ Do  you  buy  or  influence  the  purchase  of  products  or  services  for  the  care  or  devel- 
opment of  children  with  disabilities?  • ’ □ Yes  '3  □ No 

If  yes.  please  explain 


Have  you  ever  bought  or  recommended  a product  or  service  you  saw 
advertised  in  Exceptional  Parent  □ Yes  □ No 
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'OfiOi  NUMBfflS:  To  obtain  FREE  information  about  those  products  or  services  that  interest  you.  please  circle  the  number  that  appears  on  the  advertisement. 
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Please  answer  the  following  questions. 

A-  Are  you  a subscriber  to  Exceptional  Parent? 
n Yes  r ] No  (If  no,  please  see  the  subscription  card  In  this  issue.) 


Name 


Facility 


Address 


City. 


.State. 


.Zip. 


Phone . 


.Fax. 


S- /Vo  you  the  PARtNT  o:  MEMBER  Of  THE  FAMILY  of  a Child  or  young  adult  with  a 
Jisiibility  ui  special  healtfi  rare  need'"  !. ; Yes  i : No 


Free  product  a service  inlormation  order  card* 

FAX  this  card  to  4I3-63F-4343  lor  quicker  response 

C-  Are  you  a HEALTH  CARE  PROFESSIOlW.  involveci  in  the  care  of  children  or  young 
adults  with  disabilities  or  special  health  care  needs?  • □ Yes  ^ □ No 
If  Yes.  '•  □ Physician  '•  □ RN  • □ Physical  Therapist 

are  you  a.  •'  □ Occupational  Therapist  - □ Speech  Pathologist;  Audiologist 

• □ Other  (please  indicate) 

D-  Are  you  an  EDUCATOR?  • • □ Yes  □ No 

If  Yes.  ■ ’ □ Special  Ed  Teacher  □ Regular  Ed  Teacher  □ AdmirVDir. 

are  you  a.  ■‘‘G  Other  (please  indicate) 

Do  you  buy  or  influence  the  purchase  of  products  or  services  for  the  care  or  devel- 
opment of  children  with  disabilities?  • □ Yes  No 

II  yes.  please  explain 


Have  you  ever  bought  or  recommended  a product  or  service  you  saw 
advertised  in  Exceptional  ParenP  • Yes  ^ D No 
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Supervising  a “Runner” 

My  three-year-old  son  has  autism.  He  is  considered  a ‘ run- 
I ner.”  If  not  constantly  supendsed,  he  will  run  away.  If  a 
I door  is  left  £yai;  he  can  open  it.  Once  outside,  he’ll  nm  and 
1 nm!  It’s  veiy  friglitening.  We  have  notified  the  local  police 
1 department  because  Jinuny  cannot  talk,  and  if  he  ever  got 
i away  from  us,  we  wouldn’t  know  how  to  track  him  down. 

We  tried  a “tracking  device”  attached  to  his  clothing,  but 
I he  would  not  keep  it  on. 

I constantly  fear  for  his  safety.  In  soivdi  Florida,  where  we 
live,  there  is  water  everywhere!  We  keep  the  house  locked  up 
like  Fort  Knox  and  tiy  to  watch  him  at  all  times,  but  we’re 
still  afraid  he  might  get  away  from  us.  Aiv  there  any  other 
1 parents  out  there  with  a child  who  is  a “runner?”  Please  help! 

1 LKy  Flo}ida 

\ 

i 

j Two  Undiagnosed  Children 

We  are  the  proud  parents  of  three  lovely  daughters,  two  of 
! whom  have  disabilities.  Our  oldest  daughter  is  from  a previ- 
! ous  relatior^lup  and  is  perfectly  healthy.  Our  second  child, 

! Brittany,  3,  was  bom  with  congeirital  heart  defects  (atrial 
• and  ventricular  septal  defects)  and  a neural  tube  defect 
i w'hich  resulted  in  the  tethering  of  her  spinal  cord  (spina 
I bifida  occulta).  Accompanying  these  defects  are  global 
I developmental  delays  and  farsightedness. 

1 Aflt^r  Brittariy  underwent  heart,  surgery^,  she  de\^eloped 
I refliix  and  tactile  defer^iveness,  resulting  in  a refusal  to  eat, 

I which  caused  failure  to  tfjrive.  Brittany  was  evaluated  by 
: several  geneticists.  Although  they  mentioned  that  she  had 

! dysmorphic  facial  features,  they  assured  ut  -^ritlany  did  not 
j have  a syndrome;  the  results  of  chj  omoson^.e  studies  were 
' normal.  These  specialists  did  not  believe  we  had  any  risk  of 
I ha\ing  another  child  with  the  .same  disabiltti(^. 

After  careful  cor^ideration,  we  decided  to  have  another 

( 

Search  and  Respond  is  an  opportunity  for  our  readeis  to  exchange  information  about 
their  practical  experiences  meeting  the  everyday  challenges  of  life  mh  a ctiUd  or  ado- 
lescent with  a (liability.  We  also  expect  parents  to  aslc  appi'Opriate  professionals. 

Please  indicate  whether  the  letter  is  a search  or  response.  If  a response^  be  sure 
to  note  in  which  issue  the  original  Search  letter  appeared.  All  responses  are  for- 
warded to  the  writers  of  the  Search  letters;  some  are  published.  (Siblished  letters 
may  be  edited  for  purposes  of  space  and  darity. 

Write  or  fax: 

Search  or  Respond, 

Exceptional  Parent 

209  Harvard  Street,  Suite  30S,  Brookline,  MA  02146-5005 
Fax:(617)730-8742 

For  information  about  specific  disabilities,  contact  the  National  Organization  for 
Rare  Disorders  (NORD),  100  Rl  37,  P.O.  Box  8923,  New  Fairfield,  CT  06812,  (800) 
999-NORD,  (203)  746-6518.  Also,  see  “National  Resources  for  Specific  Disabilities 
and  Conditions”  in  Excmiom  PAREXts  J995  ResouKe  Guide  (Jarmary  1995). 

The  National  Farent-to-Parent  Support  and  Infonnation  System  (NPPSIS)  Is  a 
not-for-proTi!  service  that  keeps  track  of  chikhen  with  dlagnoseil  and  undiagnosed 
disabilities  whose  parents  are  kx)king  fur  a match.  Parents  are  matched  with  a 
“veterai'i  parent,”  who  has  an  older  clrild  with  a similar  condition  and  who  is  will- 
ing to  piw'  ile  guidance  and  sup|)'>rt  Omtacf  NPPSIS,  P.O.  Box  907,  Blue  Ridge, 
GA3G513;  (800)  651-1151  (V/H  Y)  or  (706)  632-8830  (V/TTV). 
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I child.  The  pregnancy  was  closely  monitored.  No  problenis 
were  detected  until  the  seventh  month,  when  doctors 
‘ found  a problem  with  the  placenta  and  recommended  early 
\ delivery  due  to  fetal  distress.  When  our  child  was  bom, 
j doctors  discovei'ed  she  had  the  same  congenital  heart  prob- 
lems and  neural  tube  defects  as  her  older  sister.  She  also 
has  dysmorphic  features  and  global  developmental  delays. 
Again,  cliromosome  studies  appeared  normal. 

To  this  day,  we  have  no  diagnosis  for  our  tw  o youngest 
j daughters;  doctors  are  completely  mystified.  We  would  like 
j to  hear’  from  anyone  who  knows  of  children  with  the  same 
: problems  or  characterisJcs. 

I M.M.  8c  J.M,  Ontayio,  Canada 


Unprepared 

My  son,  Ian,  was  bom  13  weeks  premature  and  weigired  only 
one  and  a half  pounds.  He  had  a grade  I brain  bleed  and 
periventricular  leulcomalacia,  a condition  in  which  tissue 
around  the  brain’s  ventricles  (chambers  in  which  cerebrospinal 
fluid  is  made  and  circulated)  is  damaged  due  to  insufficient 
i blood  flow  or  lack  of  oxygea 

' We  brought  Ian  home  knowing  things  wouldn’t  be  perfect, 
j but  we  didn't  n»alize  how  diffieffit  it  would  be.  He  has 
recently  been  diagnosed  ^vith  spastic  quadriplegic  cerebral 
palsy  At  21  months  of  age,  he  caimot  sit,  roll  from  back  to 
front  or  crawl.  He  babbles  but  does  not  say  any  words.  He 
* has  had  tw^o  fundo;)lications  with  g-tube  placement,  and 
I three  bilateral  ing^rinal  hernias.  He  is  scheduled  for  another 
I operation  to  correct  strabismus.  He  does  not  eat  and  the 
I doctors  still  have  not  determined  if  this  is  due  to  a swallow- 
I ing  dysfimc!tion.  Doctors  caimot  yet  make  any  detemrina- 
! lions  about  Ian’s  mental,  and  physical  status. 

Our  family  needs  a nurse  to  come  along  witlr  us  when  we 
do  anything  together.  It  is  hard  for  <is  to  imagine  a whole  life 
of  planning  every  minute.  ^A'hat  do  other  parents  do  if  they 
wimt  to  take  their  cliild  to  a restaurant,  to  the  park,  to  the 
j niall?  Bec^ause  my  husband  and  I boUi  work,  our  income  pn,^ 

! vents  Ian  fix)m  getting  any  financial  assistance.  I wanted  to 
i get  a tray  accessory  for  Ian’s  new  chair,  but  it  costs  $400  and 
! although  the  insuraurc  paid  for  the  chair,  they  ^viIl  not  pay 
i for  cury  accessories.  How  do  parents  obtain  these  items  with- 
: out  gomg  broke? 

I I would  like  to  iiear  from  parents  with  children  who 
! have  any  of  the  i^ame  oonditiotts  as  my  son.  Any  sugges- 
j lions  and  all  letters  will  be  greatiy  appreciated, 
i J.B.y  Neio  Je)^ey 


j Turner  Syndmnie,  Opitz  Syndrome,  G-TUbe  Problems 

I Our  younjtest  daugliter,  thre<^year-old  Ikiley,  lias  Tluner  ^r- 
! drome  (a  ciiron  lof-^omai  disonler  affactiiig  only  females, 
catist*(l  by  the  luck  of  one  of  the  X clrmniosomc's  in  lUl  or 
I some  of  die  lx)dy's  cells)  iuid  Opiiy.  syndnime  (a  ran'  hciedi- 
i tiny  flisorder  cIiaracleii/zcKi  by  \vkk'-s(4  eyes,  elefi  lip  imd/or 
! jviate  find  sw'fillowing  prol)loins).  I laity  luis  a double  chromo- 
’ somal  cell  Unt'  of  45X0,  wiiidi  Is  l\imer  syndrome,  and 
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WALKER 

The  Arrow  Wafker^'^  offers 
the  most  unique  way  ever 
for  children  to  experience 
the  joy  of  independent 
movement. 

Its  comprehensive  range  J 
of  accessories  and 
adjustments  allow  it  to  be 
quickly  and  easily  tailored  to 
each  individual  user’s  needs. 

The  low  profile  shape  allows  easier 
access  through  doonvays  and 
around  obstacles.  Dynamic  control 
is  provided  by  the  unique  feature  of 
directional  locking  castors  allowing 
the  user  to  walk  a planned  course. 

Features 

^ Available  in  3 Sizes 
I Easy  to  Adjust 
I Mobility  in  Upright 
Position 
I Hands  Free 
I Packs  Flat 
I Various  Accesi 


VlSA-MasterCard 

P.O.  Box  1364 

CuAfBERU.VD,  MD  21502  • 301-759-3525 

Copynght  TRIAID  1990  PHONE  FAX 

All  sp90ttc3tions  are  subfeci  to  aiierabon  without  notice 
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47XXX.  Because  of  tfie  T\imer  syndrome,  Haley  is  very 
small  (32  inches  tail  and  23  pounds)  and  has  no  ovaries. 

Haley  has  never  eaten  food;  she  drinks  a predigested  for- 
mula At  10  months,  she  had  a fimdoplication  (a  siurgical 
procedure  to  correct  severe  gastroesophageal  reflux)  and  a 
gastrostomy  (insertion  of  a g-tube  for  feeding).  She  chokes 
on  her  formula  and  sali\*a 

Haley  has  bleeding  5;tomach  ulcers  and  a para- 
esophageal hernia  from  extremely  forceful  internal  pres- 
sure, Because  of  this  pressure,  29  g-tubes  have  blown  out 
of  her  stomach  with  10  cc  of  fluid  still  in  the  balloon.  Haley 
recently  had  a pyloruplasty  (repair  of  the  valve  between 
her  stomach  and  small  intestine),  but  this  procedure  did 
not  help  her  pressure.  Bile  now  comes  up  through  her 
tube,  along  with  her  stomach  contents.  We  must  vent  the 
tube  constantly. 

Despite  Haley’s  many  problems,  she  is  bright,  alert, 
happy  and  mobile — ^thanks  to  braces  and  years  of  physical 
therapy  to  deal  with  hypotonia  (low  muscle  tone).  She  has 
talked  since  she  was  eight  months  old  and  now  converses 
in  complete  sentences. 

We  would  like  to  communicate  with  other  parents  \^o  have 
a dau^ter  with  Tlimer  ^drome  along  with  other  diagnoses  or 
difilculties,  or  with  anyone  who  needs  to  vent  theii'  child’s  g4ube 
constantly,  with  contents  continuously  rushing  back. 

J.E.j  Pennsylvania 
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EnvroR's  Note:  These  organizations  may  be  able  to  pmvide 
useful  irifbnnation  and  suppoii  regarding  some  of  Haley's 
disabilities:  Turner's  Sjpid^vme  Society  of  the  U.S.  (15500 
Woyzata  Blvd.,  11768-214,  811  12  Oak  Or,  Wayzata,  MN 
55391;  612/475-9944)  and  Opitz  Family  Nefwotic  (P.O. 
Box  516,  Omnd  Lake,  CO  80447;  303/627-8935). 

Chromosomes  2 and  14 

One  of  my  two-year-old  twin  daughters  has  been  recently 
diagnosed  with  a balanced  translocation  of  chromosomes  2 
and  14.  Unfortunately,  nobody  seems  to  know  much  about 
these  two  chromosomes,  so  no  one  can  answer  our  ques- 
tions about  her  futiu*e.  She  has  developmental  delays,  esr>e- 
cially  with  her  speech. 

I would  like  to  hear  from  anotlier  parent  whose  child  has 
this  type  of  chromosome  abnonnality. 

P.B.,  Vhginia 


Bowing  of  Tibia  and  Fibula 

Our  two-year-old  son,  Jacob,  was  bom  with  posterior  medi- 
al bowing  of  the  tibia  and  fibula  (the  two  bones  of  the  lower 
leg).  We  are  desperately  seaiching  for  infonnation  and 
other  families  dealing  with  this  condition. 

B.A.,  Florida 


Partial  Trisomy  15 

Our  son,  ‘TJ,"  has  been  rliagnosed  with  pcUtial  tiisomy  15. 
Oiu*  doc’tor  says  tliis  condition  is  fairly  rare.  We  would 
appreciate  any  infomiation  from  any  soiu*ce. 

T.N. , Florida 
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Back  and  forth  ^ in 
and  out  of  convene 
tional  hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child's 
neurological  deficits , Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 


C U M B 
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Hospital  far  Children  and  Adolescents  • 9-^07  Cumberland  Road  • New  Kent,  Virginia  23124  • l-800'368'3472 
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Swinging  Objects 

C.T.  (April  1995)  has  a lO-ijear-old  sou  with  Domi  stfu- 
(Iwme.  He  also  takes  St/uth  raid  for  hy])othipvidism. 

Since  he  was  a baby,  he  has  had  a tendency  to  focus  on 
objects  that  he  can  hold  and  swing  atvund.  Often,  as  he 
swings  the  object,  he  talks  to  hiniself  and  sometimes,  he 
spins  in  circles.  At  these  times,  he  .seems  to  ''zone  out."' 

As  he  luts  gotten  older,  these  behaviors  have  inctvased. 

C.T.  is  looking  for  any  suggestions  for  hying  to  under- 
stand and  lessen  the  frequency  of  this  behavior,  if  not 
eliminate  it  altogether. 

My  four-yearold  daughter  has  Down  syndrome.  She 
also  loves  to  focus  on  objects  and  swing  things  in  front  of 
her  eyes,  while  babbling  and  talking  to  herself.  It  is  quite 
easy  to  interrupt  her  to  get  her  back  to  task,  but  I,  too,  am 
concerned  about  how  she  can  “zone  out”  everything. 

She  has  been  doing  this  sin^'e  she  was  a baby,  and  the 
pediatricians  and  development  specialists  say  not  to 
worry.  They  tell  us  to  keep  distracting  her  or  take  away 
whatever  she  is  swinging  and  show  her  what  the  object  is 
used  for.  But  I am  still  very  worried. 

A specialist  told  me  that  because  my  daughter  is  affec- 
tionate and  can  make  eye  contact,  her  behavior  indicates 
self-stimulation,  not  autism.  She  has  also  undergone  care- 
ful evaluation  of  her  hearing  and  vision. 

If  you  get  any  suggestions  that  seem  to  work  for  your 
son,  I would  appreciate  hearing  about  them. 

G.R.,  Newfoundland,  Canada 

■ We  are  the  parents  of  a seven-year-old  boy,  Brett,  who 
has  Down  syndic  >me.  Our  sons  would  probably  get  Jilong 
great!  Brett  also  epjoys  swinging  one  of  his  toys  and  spin- 
ning in  circles.  While  doing  this,  he  often  babbles  or  hums. 
At  these  times,  like  your  son,  Brett  seems  to  “zone  out” 
eveiydiing  around  him. 

We  try  to  offer  Brett  different  things  to  do  so  we  can  dis- 
tract him  from  sj^inning  this  toy.  He  has  gotten  to  the  point 
where  he  becomes  very  angry  and  screams  when  we  take 
the  toy  away  from  him.  I would  be  very  gratetul  for  sugges- 
tions or  ideas. 

''.X,  New  Yoik 


Omphalocele 

L.S.,( April  1995)  has  a .si.v- mo  nth-old  daughter  who  (vas 
Ixnn  with  a large  omphalocele;  her  entire  liver  was  out- 
side of  her  Innly.  She  was  looking  for  information  about 
the  development  of  childmi  born  with  this  condition 
induding  gwwth  inittenis,  motor  skills,  weight  gains/loss- 
es and  fcfding  diffieulties. 

My  throe-year-old  son,  Adtuu,  was  bom  10  wrecks  pnuna- 
tiire  with  an  omphiilocele.  His  entire  liver  was  com‘etile(l  in 
u thin  Stic  on  the  outside  of  his  stomach.  Wlien  he  wtis  two 
days  old  and  only  tluee  pounds,  d(xiors  perfonued  surgery 
to  “push”  his  liver  bac’k  in.  He  has  a faiiiy  large  scar  on  his 


i str/uach  and  no  belly  button,  but  he  is  healthy  as  can  be. 

■ K.e  has  no  pwblems  related  to  the  omphalocele.  We  have 
had  a few  stitches  work  their  way  out  over  the  years,  but 
that  hasn’t  been  a problem. 

As  a totally  unrelated  condition,  my  son  has  cerebral 
I palsy.  He  is  very  verbal,  and  totally  non-ambulatory, 
i Someday,  I will  have  to  explain  to  him  why  he  doesn’t  have 
j a belly  button.  For  some  reason  that  seems  so  inconse- 
I quential  compared  to  trying  to  explain  why  he  can’t  walk. 
We  don’t  know  what  caused  the  omphalocele,  and  proba- 
bly never  will.  I am  pregnant  with  my  second  son  now  and 
j pray  every  day  for  a healthy  full-term  baby. 

I L.  V,  Wiscmisin 
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Dealing  with  Seizures 

D.R.  (May  1995)  has  a son,  Christopher,  who  is  almost 
three  years  old.  He  has  cenebral  dygenesis,  meaning  that 
wughly  half  his  bra  in  is  gone.  He  has  developmental 
delays,  hypotonia,  slightly  dubbed  feet,  faisightedness 
and  a seizuie  disorder  that  is  mostly  contmlied  by 
DUantin.  Bid  }vhen  Chiistopher  does  have  a seizure,  he 
stops  breathing.  D.R.  wanted  to  know  how  other  parents 
deal  ^vith  seizures,  especially  lunv  they  sleep  at  night. 

Our  son  is  five  and,  like  Christc^her,  also  has  a seizure  disor- 
der. He  has  developmental  delays,  hypotorria  and  visual  impair- 
ment, but  is  otherwise  very  healthy  and  happy.  Currently,  his 
seizures  are  faiiiy  well  controlled  by  medicatioa 

like  Chiistopher,  our  son  has  difficulty  breathing  during 
and  after  a seizure.  He  doesn’t  actually  stop  breathing,  but 
his  breaths  are  very  shallow  and  irregular.  HLs  seizui^es 
always  h^pen  w'liile  he  is  sleeping.  We  had  to  call  the  para- 
medics during  the  last  one  because  he  had  such  a hard 
time  recovering  from  it — he  was  struggling  for  air  and  his 
heart  rate  remained  high.  After  they  administered  oxygen, 
he  relaxed  and  went  back  to  sleep.  We  have  since  obtained 
in-home  oxygen  to  use  in  these  situations;  this  has  given  us 
amazing  peace  of  mind. 

To  answer  your  question  about  how  we  sleep  at  night, 
we  still  iLse  a nursery  monitor.  I am  a liglit  sleeper — differ- 
ences in  my  son’s  breatliing,  or  the  smacking  sounds  he 
makes  when  he  is  having  a seizure,  wake  me  up.  Mother’s 
intuition  may  also  play  a role;  sometimes  I’ve  been  in  a 
deep  sleep  and  IVe  begun  to  dream  that  he  is  somehow  in 
trouble  or  that  someone  is  trying  to  hurt  him — only  to 
wake  up  and  find  him  ha\dng  a seizure. 

Oiu’  son  has  a fear  of  going  to  sleep  by  himself.  Tills  fair 
developed  about  the  same  time  his  seizures  started.  So  any- 
time he  has  a fever,  I will  just  sleep  in  liis  room.  Althougli 
some  people  may  frown  on  the  practice,  I see  notliing 
wrong  with  sleeping  in  t.h('  sium^  nxim  as  your  son  if  that 
makes  everyone  more  eomfoitiible.  We  fought  tliat  solution 
for  several  yeivrs,  but  after  many  tears  and  sleepless  niglits, 
we  flnixlly  decided  it  would  bo  better  for  everyone. 

C.A.,  Arkausas 
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The  nm  Uft-A-VfM  D/C*  is  ftie  Mesi  in  the 
Braim  Htte  of  wheetcfulr  Ufls.  The  ARS 
enpgesbejimth^hanyvertk^ 
mavemenl 


The  Bniim  C/iflir  Topper^  atr  top  uMckur 
atrrkr  is  avoikhte  in  the  driver's  side 
ampgurstm  of  the  optiorutl  passenger  side 
design. 


Braun  has  recently 
released  a lielpful  booklet 
entitled  "Guidelines".  If 
you  are  seeking  an 
adapted  vehicle,  this  is 
an  exceDenl  resource  for 
equipment  selection 
axKl  funding  sources. 
AD  sources  for  motor 
vehicle  rebates  are 
also  listed  in  this 
comprAenslve 
booklet. 
"Guidelines"  is  availaWe  at  no 
charge  by  calling  Braun  free  at 

Q 1-800-THEUFT. 
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Entervan™ 


The  reliability  and  performance  of  the  new  electromedmical  hteeling  system  sets  the  Braun  Entervan"^ 
apart  from  other  law  floor  cmiversiotts.  The  Braun  Corporatm  has  a large  selection  of  Erder^ 
converted  and  ready  for  delivery. 

Rounding  out  Braun's  complete  mdh 
ility  package,  the  fteut  rear-entry 
Windstar  Entervan"^  is  the  economical 
choice  for  the  couple  or  small  fmily. 


International  Leader  in 
Personal  Mobility  Products 


The  Braun  Corporation  has  established 
their  products  as  the  benchmark  for 
International  Personal  Mobility.  Now,  with 
the  introduction  of  the  exclusive  electro- 
mechanical kneeling  system,  the  Braun 
Entervan’^  offers  a new  level  of  reliable 
mobility. 

The  electromechanical  non-air  kneeling 
system  automatically  lowers  the  rear  of  the 
vehicle  while  the  door  is  opening.  Tliis 
design  utilizes  Chrysler  coil  springs  instead 
of  j^ags,  and  automatically  returns  to 
normal  driving  height  when  the  door  closes 
or  when  the  vehicle  is  taken  out  of  park. 
Even  in  the  event  of  electrical  failure,  the 
mechanical  override  will  return  the  vehicle 
from  the  kneeled  position. 

Braun  has  a large  selection  of  Entervans*^  in 
stock,  convert^  and  ready  for  delivery. 
Call  l-BOO-THE  LIFT  for  more  information 
and  the  All-Star  Distributor  nearest  you. 


No  matter  what  your  needs,  Braun  has  a 
mobility  system  designed  for  you.  The  ori- 
ginal Uft-A-Way®  platform  lift  is  a reliable 
performer  proven  with  over  two  decades  of 
use.  For  greater  ambulatory  and  cargo  access, 
we  offer  the  Swing-A-Way®.  The  Lift-A-VVay 
D/C*  rounds  out  Braun's  lift  selection.  And, 
for  the  person  who  transfers,  the  Braun  Chair 
Topper*  conveniently  stores  a conventional 
folding  wheelchair  out  of  your  way. 

The  Braun  Corporation.  Mobility  at  it«  besi. 
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"Providing  Access  to  the  World" 
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The  Braun  Corp  >riiUon  in  the  intcrmUional  hutcr  in  nwbil\t\f  ;>m/nc(s,  With  four  ilivisions  ami  a ivorldwitk  Alt-Slar  Di^lrihulor 
nctuvrk,  UY  are  ;vsitioni,t  fo  provUr  the  nfuipmeul  amt  srri’ifi'  yow  nrrJ.  0«r  cotnniHniait  to  your  satisfaction  is  also  snpporlvd  by 
our  Thnv-Ycar  \\'orry-Fn>  I WtofMii/y.  Simply  1-WW-T»/:  II fT  for  the  Braun  Alt-Star  nearest  you. 


At  least  he  woro  a 
blb!A5  26-month*^ 
okl  litatt  Boysen 
demoratratfs,  a 
simple  househoid 
Hemjike  Dad’s 
shavkig  cream,. can 
' provide  hours  of 
minfjftc^Matl 
heeded  only  a few 
minutes  to 
himself— end 
everything  e(^  he  , 
could  get  his  hands  on— in  the  foamy  stuff.  Matt,  who  has  V 
Down  syndrome,  lives  with  parents  Dirk  and  Carey  In  CoQeoe 
Station,  Texas. 


The  camera  caught  seven- 
year-old  Jennifer  Ann  Carter 
with  curlers  in  her  haiil  Well, 
at  least  she’d  gotten  her 
nails  painted  before  Mom 
started  snapping  away. 
Jennifer,  who  lives  in 
Clearwater,  Rorida  has 
nonketotic  hyperglycinemia, 
a rare  metabolic  disorder. 
Doctors  said  she  would  not 
live  to  six  months  of  age; 
she’s  10  now. 


Tina  Dockray,  10,  of  West  Milford,  New  Jersey,  enjoys.her  ' 
family’s  annual  vacations  to  Wells  Harbor,  Maine.  She  ,, 
especially  enjoys  the  water,  even  though  she  has  to  be 
careful  not  to  get  her  tracheostomy  wet  When  X)oi  on 
vacation,  Tina,  a third-grader,  enjoys  reading,  wilting  and 
playing  t-ball.  Tina,  who  has  congenital  myotonic  dystrophy, 
is  the  first  child  with  disabilities  to  play  on  a regukur  t-ball 
team  in  her  hometown. 


Would  you  liko  to  sharo  a favorito  candid  snapshot  or  sllda  of  your 
child  and/or  family  with  other  readers  ofExcBPvoNAL  PAnetfr?  Send  It  to: 
Reactors'  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannof  be  returned.)  On  a separate 
sheet  of  paper,  write  your  chlld*s  full  name,  age  at  the  time  photo  was 
taken,  address  and  daytime  phone  number,  and  identify  everyone  in  the 
photo.  If  you  like,  you  can  also  write  a few  sentences  about  your  child. 
Then  look  for  a familiar  face  in  an  upcoming  issue! 
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It  tak^  more  than  a 
sudden  downpour  to 
spirits  of  a 
vacating  Justin 
Chml!  Justin,  who  has 
cere^  palsy  and  halls 
hpm  Mi  Vernon,  Georgia, 

I6vm  to  travel;  his 
favorite  word  Is  ’’goi” 

.When  the  weather  turned 
soggy  during  a visit  to 
>Zpo  Atlanta,  20-month- 
old  Jusyo  was  having  too 
much  fun  to  leave.  So,  mom  Regina  rushed  to  purchase  and 
'put  together  some  makeshift  rain  gear-a  strolter-mounted 
umbrsla,  a rain  hat  and  a couple  of  plastic  bags. 


Yeeee-hah!  Cowgirl  Kylie  Unton 
Moullen,  4,  of  Bellingham, 
Washington,  gets  a giggle  out  of 
trying  to  fill  her  daddy’s  boots. 
Kyiie’s  mom,  Marilyn,  says  doctors 
consider  Kylie  a “mystety.”  She 
has  a seiaure  disorder,  some 
rare  metabolic  deficiencies,  a 
sensory  integration  disorder  and 
dysautonomla.  ’’But,”  says 
Marilyn,  "she’s  every  bit  as  goofy 
as  the  next  kid.” 
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J^unhasMceiitiy’* 
released  a Mpful 
booklet  entity 
'tJuiddines'Mfyou! 
areseddngan 
adapted  vehicle; 
thisisanexcdlent 
resourcefor 
i equipment 
selection  and 
funding  sources. 
. AUsourcesfor 
motorvehide 
rebates  are  also  listed  in  this 
comprdvensive  booklet.  "GuideUnes^^ 
available  at  no  charge  by  calling  Braun 
tollfreeatimTHEUFi: 
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Ifyoii  have  difficulty  entering  and  edting 
your  vdude;  the  new  Companion  Sea^  is 
your  key,  to  greater  mobility.  Its  automatic 
operation  and  rugged  construction  enable 
V semi-ambulatory  persons  to  reliably  and 
I : conveniently  board  Dodge  Caravan  or 
PiynKHith  Voyager  miiUxans. 

The  seat  extends  20”  and  tills  forward  a full  6" 

^ to  make  boarding  safe  and  easy.  Once  on  tire 
seat,  you  are  smoothly  raised  into  the  vehicle 
by  pressing  the  convimienfly  nwunt^ 

M you  have  left  to  do  is  nranually  rotate  into 
the  forward  facing  position.  To  exit,  the 
procedure  is  simply  revised. 

the  Companion  Seat^  utilizes  your  van’s 
original  seat,  but  replaces  the  existing  seat  base 
with  a unique  power  base.  When  not  needed, 
it  fwKlioii«  exactly  as  the  passenger  This 

feature  nwkes  it  perfect  for  active  families  with 
only  one  member  who  needs  assistance.  And, 
as  always,  Braun  thoroughly  tested  the 
Companiw  Seal*  to  meet  all  apficable  federal 
Qiotor  vehicle  safety  standaids. 

iv«ttv  <A  WA 

The  Brnun  Cvrpontion  l3  the  fntrrmthtutt  tender  ht  iwbiiity  pmtuch.  With  four  dh*f$km$  tud  a rvorldxoufe  di$tt  Aufor  iiefwnrk,  ve 
nff  pmHioned  to  provide  the  equipment  and  fervkes  you  Owr  c<mmitmenl  to  your  t^thfoclkm  k alro  tuppotlad  9ur  Thee- 

Year^yhtTy-Free  LimUed  Wirmnfy.  S^myfy  cntl  l-a00*THE  UFTfor  the  Bnun  dealer  neamt  you. 


ca^  rebates  towards  the  purchase  of  adaptive . 
^uipment  taougli  the  ChryslCT  Cwporalion 
Automobility  Program.  Ask  your  locd  Braun 
disirftxitOTaboutodversouimofassisia^ 

For  iiwre  infonnation  on  the  Compajiion  Seat* 
or  other  Braun  mobility  products,  call  us  today 
atlrBOO-THEUFT.  We  will  pve  you  the  name 
ai>  5 location  distributor  to 

Now  more  than  ever,  mobility  is  one  of  the 
most  important  things  in  your  Me.  Let  Braun 
and  the  Comjwnion  Swt®  be  the  answer  (o 
yourneeds. 

Patents  Pending 

mgmmmm  tm  wMii 
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•‘Providing  Access  to  the  World”  , 
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The  tow  tnidf  is  here 


Horn  do  I get  my  son 
home  safely'? 

Abilities  Plus  takes  care  of  your 
vehicle  aud  your  son.  It  reini' 
burses  you,  up  to  a eiollar  limit, 
lor  the  eo.st  ofilie  special  trans- 
portation he  needs,  too. 


Is  my  van  properly 
insured? 

Abilities  Plus  Aho  expands  your 
coverage  so  that  your  vehicle, 
with  its  special  modifications,  can 
be  repaired. 

" C83 


How  do  I get  another 
van? 

You  can  rent  the  kind  of  replace- 
ment \ ehicle  you  need,  because 
Abilities  Plus  i\ocsn\  restrict  you 
to  a daily  dollar  limit  like  most 
policies.  Instead,  it  provides  an 
aggregate  benefit  which  gives 
you  greater  flexibility. 
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Ain li ties  Plitsis  a^mprchcnsivc 
insurance  for  people  with  special 
needs.  It's  Roadside  Assistance, 
access  to  a dependent  care  net- 
work, and  many  other  services 
that  add  value  for  our  customers. 

It's  also  fast,  fair  claim  settle- 
ment, and  customer  serv  ice 
that's  available  ii»//r;/n»rr  you 
want  to  speak  with  someone. 


24  h(Hirs  a day,  every  day  of  the 
year.  It's  all  this  and  competitive 
prices  too. 

For  more  infomiation,  call 

1-800-222-2788. 


Abilities 


Caring  for  your  special  naads. 

Circlr  #131 


A member  oI  the  worldwide  (SC;  /urich  Insurance  Group 
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My  Heart  Swells  with  Love 


by  John  O’Hare 


A' 


s I watch  you  sleep,  all  curled 
> up  clutching  your  little  panda 
I bear,  my  heart  swells  with  love 
and  pride.  I look  back  on  how  far 
you’ve  come  in  your  short  life,  and  I 
think  about  all  the  obstacles  and 
challenges  you  have  faced  and  con- 
quered. I don’t  think  you  will  really 
ever  know  what  a little  hero  you  are 
to  your  mom  and  dad. 


When  Dad  arrives  home  from  work,  Ryan, 
9,  gets  in  some  "tap  time." 


\^^en  I first  saw  you,  just  nine  short 
years  ago,  1 was  tom  between  so 
nnuiy  different  emotions.  I was  thank- 
ful, hut  I had  so  much  fear  and  appre- 
hension because  the  doctors  had  told 
your  mom  and  I to  prepare  for  the 
worst.  You  had  beaten  so  many  odds 
Just  by  being  here,  but  we  still  didn’t 
know  what  the  future  would  hold.  We 
were  not  even  able  to  hold  you  before 
you  were  whisked  away 

The  first  time  your  mom  wiis 
allowed  to  hold  you,  she  could  not 


In  the  neonatal  intensive  care 

unit,  John  held  Ryan  for  the 
first  time.  Ryan,  one  day  old, 

had  already  undergone  his 
first  surgery. 

hold  back  the  tears.  You 
were  so  little  and  fragile, 
but  so  beautiful.  Those 
first  few  days  had  been  so 
hard — watching  you  lying 
there  in  your  little  bed  and  being 
unable  to  hold  you.  We  could  only 
visit  a few  times  each  day,  but  we 
lived  for  those  times.  You  were  so 
tougli,  and  as  you  grew  stronger,  your 
will  to  fight  amazed  all  the  doctors 
and  nurses. 

I look  at  you  now,  sleeping  so  peace- 
fully. We  had  such  fun  today.  Your 
mom  sometimes  asks  if  it  bothers  me 
that  you  can’t  do  so  many  things  other 
little  boys  your  age  can  do — ^things  like 
playing  ball  or  running  with  other  chil- 
dren. I always  teU  her  no;  it  is  such  a 
Joy  Just  to  have  you,  and  to  be  able  to 
do  all  the  things  we  do  together.  You 
er\joy  life  so  much  and  arc  so  happy 
doing  the  tilings  you  can  do;  I see  no 
reason  to  be  sad.  I only  have  to  recall 
your  silly,  crooked  little  smile  as  we 
rode  tlie  roller  coaster  at  the  amuse- 
ment park  last  weekend,  or  think 
alx)ut  how  excited  you  get  whenever 
you  see  a train  go  by.  You  may  not  be 
able  to  do  some  things,  but  you  live  life 
to  the  fullest,  little  boy. 

I could  stand  here  watching  you 
for  a long  time,  but  I’m  afraid  I may 
awaken  you.  I once  read  that  special 
children  are  a blessing  from  God.  I 


J. 

Fathers*  Voices  is  a regular featmv  of  ExcEFnosAi.  Pahent  magazirui.  This  column, 
coordinated  by  James  May,  Project  Director  of  the  National  Father*s  Network,  focuses 
on  fathers*  experieiioes  ivaring  children  with  special  needs.  Your  (xmtribulians  to  this 
column  a7V  e7uxmrag<  d. 

For  mme  irformation  about  the  National  Fathers*  Netivoik  (NFN)  m'  to  iveeive 
their  neiosleUer,  write  or  calL  Natioml  Fathers*  Network,  The  Kindering  Center, 
16120  NE.  Eighth  Street,  BeOemie  WA  98008,  (206)  747-4004  or  (206)  284-9664 
(fax).  Funded  by  a Maternal  and  Child  Health  Bureau  gtnpU  HFN  provides  net- 
working opporiunUies  for  fathers;  devdops  support  and  Thdntmng  programs;  and 
f^ates  curriculum  prmnoting  fathers  as  significant^  nurtming  people  in  their  ckiir 


believe  that  now.  Always  remember, 
you  are  loved  so  much.  Sleep  peace- 
fully, little  Ryan;  we’ll  see  you  in  the 
morning.  EP 

John  OHare,  43,  lives  in  Charlotte, 
North  Carolina  with  his  wife, 

Diane,  and  son,  Ryan,  9.  John  is  a 
20-year  veteran  of  the  Charlotte- 
Mecklenburg  Police  Departinent, 
where  he  currently  holds  the  rank  of 
Captain. 

Diane,  a registered  nurse,  works 
weekends,  so  Saturdays  and 
Sundays  are  *'buddy  days'* for 
father'  and  son — as  John  puts  it,  “a 
wonderful  opportunity  for  me  to 
develop  a very  special  relationship 
ivith  a very  special  child.** 
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m*s  and  families*  lives. 
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There's  nothing  like  a bedtime  story— 
espeoiaiiy  when  it's  read  by  Dad! 
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?’.•  .Y^  your  cMd  iace.TOme  tough 
A chaUengeS/but  you're  Ae  one  who  must 
soiyejhem  in  the,m(*t  practKa^Ways.; 
Here's  how  we  can  hdp:' 

. ^ ' ■ When  yovu  child  has  outgjfown  that  ^ 
•%  : infant  car  sed/you  can  hav^  peace 
; ; mind  knowing  that  the  Cbluinbia  Car 
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Ibs  -yct  weighs  only 
npounds! 
Ithasbeenthe 
No,  1 choice  since.  . 
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comfort. 


■ At  Ij^thtime,  our  popular  ; 
. .AiOj^id  Bath;Sup 
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with  com^  and  ease! 


Why  do  these  products  work  so  well? 
Columbia  products  are  thoughtfully 
. designed,  with  each  i^  available  in  the 
right  size  for  your  child,  with  lote  of : 
adjustability  for  a aistoin  fit. 

They  are  made  of  durable 
materials,  tested  and  proven  in 
real‘life  experierice. 

Made.in  the  USA.  and  sold  all  over  the 
worajfcolumbia  productsare  leadem  in 
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Get  all  the  details 
from  our  FRER 
full  color  catalog, 
"Sharing  the 
' Caring"  means 
products 
thattvork! 
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■At'ipiletifig  time,  our  Toilet ' 

Sap||ioris  fit  es^sily  onto  any . 
toUeij  remove  easily,  too.  And  ’ 
our  Positioning  Commodes 
give  ;ihe  sanre  toileting  support 
in  ad^'iocatkm; 

CALL  i-wjb- 454- 6612  TODAY  FOR  YOUR  FREE  CATALOG 
Columbjbi  Palisades,  CA  90272 

I BEST  COPY  AVAILABLE  j ^ 
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Heather  Whitestone 


*Yes,  you  can!'' 


On  September  1 7,  1994^  21 -year-old  Heathet^  Whitestone 
became  thefiisi  wcnnan  with  a disability  to  be  cfvwned 
Miss  America.  Whitestone,  an  accomplished  baUerina,  has 
been  ptvfaundly  deaf  shice  the  age  of  18  months.  Afte^'  the 
new  Miss  America  is  cmmed  in  September  1995, 
Whitestone,  who  currently  logs  more  than  20,000  miles  a 
month  in  public  appeamnces,  will  return  to  Jacksonville 
State  University  in  Alabama  to  continue  hc^'studies  in 
accounting. 

Ijost  April,  during  a visit  to  Boston^  Whitestone  took  the 
time  to  speak  with  ExcEinroNAL  Parent  associate  editor  Kim 
Schive.  The foUorving  was  adaptedfrom  that  intervieiv. 

When  1 was  18  months  old,  I had  a high  fever  and 

almost  died.  The  doctors  gave  me  a medication  that 
caased  my  deafness.  My  parents  figured  out  I was 
deaf  soon  after  1 came  home  from  the  hospital.  My  mother 
dropped  some  pans  in  the  kitchi  n;  it  scared  everybody  in 
the  family  except  me.  I just  kept  playing  with  my  toys. 

At.  first,  my  mother  felt  angry.  She  didn’t  want  me  to  be 
deaf.  She  wished  she  could  take  my  deafness  for  herself.  But 
then  she  started  to  look  at  the  situation  as  an  opportunity  for 
creative  ideas.  She  began  to  investigate  methods  of  commu- 
nication and  education,  like  the  oral  approach  [speaking  and 
reading  lipsj,  total  communication  [using  sign  language  along 
with  speech]  and  the  acoupedic  approach,  which  means 
training  a child  to  listen  with  a hearing  aid. 

My  mother  visited  classrooms  where  different  methods 
were  used.  She  was  most  impressed  with  acoupedic  train- 
ing, because  the  children  in  those  classes  came  right  up  to 

her  and  talked  to  her.  She 
felt  free  to  communicate 
with  them.  When  she  met 
students  who  used  sign  lan- 
guage, she  felt  awkward. 
She  had  to  use  an  inter- 
preter to  communicate  with 
them.  She  wanted  me  to  be 
able  to  communicate  with 
everyone,  so  she  chose 
acoupedic  training. 


“I  knew  I was 
different.” 

I went  to  a regular  kindoi - 
garten  with  hearing  chil- 
dren. I knew  I was  different. 
I was  the  only  dejrf  student. 

I stayed  in  public  sc*hool 
through  fourth  grade.  Then 


Heather,  S,  attended  a regular 
kindergarten  with  hearing 
children. 


Heather  played  with  a 
new  toy  on  Christmas 
morning,  1974,  the  day 
her  family  discovered 
she  was  deaf. 


I told  my  mother  I 
wanted  to  go  to 
school  with  other 
deaf  children. 

Before  going  to 

Central  Institute  for  the  Deaf  (CID) 
in  St.  Louis,  I had  never  met  other  deaf  kids — maybe  just 
one  little  girl,  who  was  younger  than  me,  at  the  speech  ther- 
apist’s office. 

When  I arrived  at  CID,  I had  mixed  feelings  about 
seeing  all  the  other  deaf  children.  In  one  way,  it  felt  very 
strange. 

I lived  in  the  dorm.  At  first  I loved  it.  It  was  like  having  a 
slumber  party  all  the  time.  But  it  was  stressful,  too, 
because  there  were  so  many  children  aroimd  all  tiie  time. 

The  other  students  were  interesting;  they  came  from 
all  over  the  United  Slates  and  the  world.  I had  friends 
from  Mexico,  South  America  and  Kuwait.  It  broadened 
my  horizons. 

My  best  friend  was  from  Canada.  She  was  a very 
deteiTuined  girl.  I admired  her  because  she  never  let  any- 
body stop  her.  But  some  of  the  other  deaf  students  had 
verv  low  self-esteem;  they  used  their  deafness  as  an 
excuse  all  the  time.  They  would  say,  “You’re  deaf,  you 
cannot  do  it.”  I didn’t  like  to  be  around  those  kids. 

CID  was  a great  school.  My  first  year  there,  I advanced 
two  grade  levels.  The  school  had  very  small  classes — ^like 
three  or  four  students  in  each — and  the  teachers  knew 
the  best  way  to  communicate  with  me. 

The  real  world 

When  I was  14, 1 returned  to  public  school.  It  was  ninth 
grade,  the  beginning  of  high  school.  I remembered  some 
of  the  other  students  from  when  I was  in  public  school 
before.  But  they  had  changed  so  much.  Ther*'  was  a lot  of 
peer  pressure;  kids  fooled  around  with  drugs,  cL'^nking 
and  sex.  I didn’t  want  to  do  any  of  those  thingo.  cause  I 
:‘hose  to  be  true  to  myself,  I did  not  fit  in  with  the  cro^vd. 

The  second  problem  wiis  that  the  other  kids  were  a 
little  bit  afraid  to  communicate  with  me.  Even  though 
they  saw  me  speaking,  they  thought  I would  not  under- 
stand them.  They  would  say,  “Oh,  Heather  is  deaf.  I have 
to  sign  to  her!  She  would  never  understand  me!” 
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So  some  of  tlie  kids  learned  some  sign  language.  Two  of 
them  would  keep  coming  up  to  me  and  signing  to  me — 
without  their  voices.  It  was  a little  embarrassing.  They  were 
only  seeing  my  deafness,  not  my  heart  and  not  my  abilities. 

I was  like,  Tm  soiiy, 
but  I don’t  know 
sign  language!” 

Higli  school  was 
lonely.  In  those  four 
years,  I had  only 
three  friends.  1 prac- 
tically had  to  beg  a 
guy  to  take  me  to 
the  prom  and 
homecoming 


Heather  remembers 
her  years  at  a hearing 
high  school  as  lonely. 
“But,”  she  said,  “It 
taught  me  what  I 
needed  to  do  to 
survive  in  the  real 
world.” 


dance — and  now  Tm  Miss  America! 

But  I don’t  regret  that  I went  to  a hearing  high  school. 
It  taught  me  what  I needed  to  do  to  survive  in  the  real 
world.  I learned  to  take  responsibility  for  educating  peo- 
ple who  don’t  understand  my  problems.  Let’s  face  it — 
the  world  has  more  hearing  people  than  deaf  people. 
When  I go  to  the  airport,  I don’t  see  deaf  people.  When  I 
order  a hamburger  at  McDonald’s,  I don’t  order  my  ham- 
burger from  another  deaf  person. 

“High  school  was  lonely. 

I PRACTICALLY  HAD  TO  BEG  A 
GUY  TO  TAKE  ME  TO  THE  PROM 

AND  HOMECOMING  DANCE.” 


Yes,  I get  lonely.  That’s  part  of  having  a disability. 
Anyone  with  a disability  probably  experiences  some 
loneliness  every  day.  And  I get  tired  of  always  having 
to  educate  people  about  how  to  communicate  with  me. 
Sometimes,  I hate  it...  I hate  it,  but  that’s  the  real 
world. 
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NEW  THERNPEOTIC  TRICYCLE 


• Developed  for  Children  with  Cerebral  Palsy  and 
other  special  needs. 

• University  studies  show  children  improve  gait  and 
increase  self  esteem  during  use. 

• Available  in  3 sizes  and  adjustable  for  growth. 

• Chrome  moly  frame. 

• Shipped  fully  assembled. 

• Available  in  3 colors. 


USES  WALKING  MOTION  TO  MOVE  TRICYCLE  FORWARD  AND  BACKWARDS 
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Designed  by  physical  Tlicrapists  and  Ergonomists. 
Customizing  available. 
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Becoming  Miss  America 

j One  of  the  first  local  pageants  I entered  was  the  Miss  St. 
Clair  [Alabama]  pageant.  I didn’t  vAn  anything,  probably 
because  my  first  interview  with  the  judges  did  not  go 
well.  They  acted  so  awkward.  I thought  they  did  not  like 
me  because  of  my  deafness.  I was  sure  that  was  why  I 
I did  not  win. 

1 Later,  my  family  watched  a videotape  of  the  interview. 

I They  told  me,  “Heather,  we  don’t  believe  you  lost  because 
; of  your  deafness;  it  was  how  you  handled  it  You  did  not 
master  the  situation.” 

i My  family  was  right  I had  not  told  the  judges  what  to  do 
I in  Older  to  conmiunicate  with  me. 

I Two  weeks  later,  I w^as  in  the  Miss  Jacrksonville  State 
! University  (JSU)  pageant  This  time,  1 had  a wonderful 
j interview  because  I told  the  judges  how  to  communicate 
1 with  me.  I asked  them  to  look  at  me,  and  to  talk  slower  so  I 
I could  read  their  lips.  The  judges  felt  at  ease  with  me  after  I 
I explained  this.  And  I won  the  pageant! 
i As  Miss  JSU,  I had  tlie  chance  to  go  to  the  Miss 
I Alabama  pageant.  I won  first  runner-up.  I went  back  to 
! Miss  Alabama  a second  year— and  I was  first  runner-up 
: again!  But  the  third  year,  I won.  Finally,  I had  my  chance 

i to  compete  for  Miss  America;  but  in  Miss  America,  you 
j only  get  one  chance. 


During  the  first  seven  months  of  1995,  Heather  has  legged  more 
than  20,000  miles  a nronth  in  her  travels  as  Miss  Amerioa  She  spent 
the  morning  of  June  10  meeting  children  at  the  SHHH  (Self-Help  for 
Hard  of  Hearing  People)  convention  in  Dallas,  Texas,  where  she 
helped  young  Lauren  Thompson  adjust  the  Miss  America  crown  for 
a picture  perfect  pose.  (Photo  courtesy  of  Oticon  4 Kids.) 


Some  people  say  I won  Miss  America  because  I am 
deaf,  but  that’s  not  true.  I believe  I won  Miss  America 
because  of  my  determination  and  my  education.  In  fact,  I 
was  not  even  the  first  deaf  contestant.  Six  years  ago.  Miss 


At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 


1-800-345 

In  a nationwide  network.  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 
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Devereux 

Since  t9t2 


^ Why  pay  more  for  ^ 


Disposable  Briefs  ? 


SMALL  96  Ct.  $47.00  to  $49.00 

MEDIUM  96  Ct.  $53.00  to  $55.00 

LARGE  72  Ct.  $53.00  to  $55.00 

We  feature  the  quality  brand  names  of 

Ultra  Shiel<r‘,  Prime  Time^^'Plus, 
Harmonic™  and  Confidence™ 

AH  Super  Absorbent . Premium 
Quality  Products.  NOT  IRREGULARS. 

Prices  include  all  Shipping  and  Handeiing  in 
in  the  48  connectiong  states.  Delivery  is 
made  directly  to  your  home. 

Call  or  write  for  a FREE  SAMPLE. 

SpECi/vl  PRoduCTS 

212  N.  Market,  Suite  315.  Wichita,  KS  67202-2016 

^ Toll  Free  1-800-553-3492  j 
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Circle  #167 


Washington  [Jennifer  Wall,  1989)  was  the  firsl  deaf  con- 
testant at  the  Miss  America  pageant.  She  did  very  well; 
she  fiaiished  in  the  top  ten. 


She  always  was  there  for  me — whenever  I succeeded, 
whenever  I failed.  And  she  always  said,  “You  can  do  it, 
Heather.  Yes,  you  can!”  EP 


Making  a difference 

As  Miss  America,  I hope  that  I can 
make  an  impact  on  some  people.  I 
want  to  help  people  with  disabilities 
believe  in  themselves,  and  I also  want 
to  raise  awareness  among  people 
without  disabilities. 

So  far,  I have  received  mo'*e  than 
5000  letters.  One  was  from  a deaf  girl, 
the  only  deaf  girl  in  her  high  school. 
She  said  that  before  I won  Miss 
America,  she  was  not  sure  people 
would  be  willing  to  be  open  to  people 
with  disabilities.  But  after  I won  Miss 
America,  she  began  to  have  more 
confidence  in  herself.  And  this  year, 
sne  was  nominated  to  be  her  schools 
homecoming  queen. 

A fhei  id  of  my  mother  told  me  a 
story  about  a little  girl  in  her  neigh- 
borhood. The  little  girl,  a hearing  girl, 
decided  she  wanted  to  dress  up  as 
Miss  America  for  Halloween.  And  her 
mom  helped  her  dress  up  with  a 
white  gown,  white  shoes,  a crown 
and  a scepter.  She  had  everything, 
and  she  looked  beautiful.  But  she 
cried  because  her  costume  was  not 
right  She  told  her  mother  she  could- 
n’t go  out  trick-or-treating — because 
she  didn’t  have  a hearing  aid! 

Yes,  you  can! 

Wlienever  I talk  to  kids,  I tell  tliem,  “I 
believe  in  you.  You  can  do  whatever 
you  want  to  do;  you  can  do  it!”  One 
time  I said  that,  to  the  kids  I met  while 
visiting  a school  for  children  wdth  dis- 
abilities. Some  of  the  kids  had  severe 
cerebral  palsy  and  couldn’t  move 
much;  .some  had  mental  retardation. 

Reporters  were  following  me 
around  while  I talked  to  the  kids. 

I^t  er,  tJie  press  was  very  hard  on  me. 
Tiiey  asked,  “Wiy  did  you  tell  tliosc 
kids  they  can  do  it?  Look  at.  them! 
They  ctan’t  do  anything.” 

At  the  time,  this  made  me  feel  real- 
ly bad.  But  later  I wirs  thinking  al>out 
it  jmd  I thouglit,  “If  I were  one  of 
thost'  kids,  I would  want  to  hear  Urat 
someone  believes  in  me.” 

My  mother  always  believed  in  me. 


Mom  writes  about  Heather  and  ballet... 

Fortunately  for  Heather,  she  had  her  dance,  because  the  rest  of 
her  daily  life — at  least  during  the  school  year — consisted 
almost  entirely  of. . . long  hours  of  speech  therapy  and  school- 
work.  Any  recognizable  progress  in  those  areas  came  slowly  and 
at  a great  price. 

Dancing  was  different.  For  Heather  it  was  pure  joy.  I think  one 
reason  she  enjoyed  her  darKe  class  was  because  students  seldom 
had  to  speak  or  answer  questions  out  loud,  so  she  didn't  feel  so 
different.  She  fit  into  the  crowd  and  felt  just  like  everyone  else 
out  on  the  dance  floor.  She  believed  she  couifl  dance  just  as 
well  as  anyone  else  in  her  class — maybe  better. 

1 knew  there  were  still  some  people  who  had  a hard  time 
understanding  how  or  why  a deaf  child  would  be  taking  ballet.  I 
vividly  recall  a conversation  I overheard  early  one  Saturday 
morning  during  a dress  rehearsal  for  a recital.  Sitting  by  myself  in 
a row  of  seats  out  in  the  auditorium,  watching  Heather's  little 
troupe  practice  their  numbers,  1 caught  just  enough  of  something 
said  behind  me  that  1 began  to  listen  carefully.  I didn't  turn  around 
to  look,  but  two  mothers  1 didn't  know,  who  evidently  also  had 
daughters  up  on  stage,  were  talking  about  Heather.  "She's  deaf, 
you  know.  Can't  hear  a thing.  I don't  know  what  she's  doing  In 
dance  class  anyway;  it's  a shame  Tracy  let  her  in.  I just  know 
she's  going  to  mess  up  tonight  and  ruin  the  whole  program." 

I had  a thing  or  two  I wanted  to  say  to  those  ladies.  But  for 
once  I simply  bit  my  tongue  and  let  it  go...  By  this  time,  no  one 
could  have  said  anything  to  make  me  pull  Heather  out  of  her 
ballet.  I saw  how  much  it  meant  to  her.  And  I felt  it  invaluable 
for  her  to  have  something  that  was  all  hers.  Something  she  didn't 
do  because  it  was  expected  or  required.  Something  she  did 
purely  for  love. 

Dance  performances  also  gave  Heather  a welcome  chance  to 
shine  in  public.  My  famiiy—my  parents,  Stephanie  and  Michael — ^would  drive  all  the 
way  down  from  Birmingham  for  her  recitals.  They  always  made  siich  a foss  over  her 
afterwards  that  I'm  sure  Heather  thought  she'd  b^n  the  star  of  the  show.  I felt  that 
affirmation  was  good  for  her. 

Another  one  (rf  the  joys  Heather  got  out  of  her  ballet  f didn't  folly  uhderstarKl  until  her 
teacher  feannetteSuthWland  told  me  this  sfory^^.  Iri  class  otte  day  she  asked  the  children  to 
tell  one  thing  tfiey  did  when  they  wanted  to  irritate  ibeir  brothers  or  sistm.  ^ VVhen  . 

Heather's  turn  came,  she  \VaIked  to  the  front  (rf.ber  class^ar^^got  this  inenediWy  mischie- 
vous grin  on  bet  face*  Then  sfW  ej^ined  .to  if  she  Wto!^ 

Melissa,  really  rnad,  she  waited  until  they  vvefe  watohii%  tor  Safofday  morn 

cartoons,  then  tod  hegio  dancing  fcwk  and  forth  across  the  room.  Sl^  dfemonstrated  witli 
i alittie^ir}.and  taughir^yfoW>he^^^ 

. :.theyoget'rhad  ai^,yetl^^^  o. 'A  ■■  ■' 

‘ As  Jeanrte^  related  to  c 

. l^d  Heato^ll  tos^^  thbu^l'd  n^er, 

tod  deitoatelf  to 

i;-  I'd  toays.to  was  justso  en^^sed  In  dtoe . 

wMoWivibqs jfo ' 


Heather  began  taking 
dance  classes  at  the 
age  of  five.  By  nine, 
she  was  an  accom- 
plished ballerina.  “I 
encourage  parents  of 
chikkanwithdisabHi- 
ties  to  gk/e  their  chil- 
dren opportunities  for 
activities  with  other 
cNkiren  after  school," 
she  says.  “It  was  very 
import^  to  me." 


ERje  best  copy  available 
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Part  One 


Genetic  Counseling 

“The  science  is  the  easy  part” 


by  Naomi  Angoff  Chedd 


Oimiie  and  Jennjfef’  Ross  wor^jusi  over  SO  when  theij  got 
rnaniedjwe  years  ago.  They  were  fiealthyy  gainfully  employed 
and  eage)'  to  start  a family.  Jennifer  was  thrilled  when  she  got 
pregnant  'Vie  first  time  aid  of  the  gate^  ” as  she  put  it.  She  spent 
the  next  eight  months  rx^ing  all  the  right  bookSy  decorating 
the  nursery  and  cutting  back  to  a part-time  work  schedule. 

Her  labor'  and  delivery  went  smoothly;  both  Chariie  and 
Jennifer' fdt  they  were  the  luckiest  people  on  earth. 

When  their  daughter  Alyssa  was  diagnosed  with  cystic 
fibrosis  (CF)  two  months  later,  it  was  like  a bolt  from  the 
blue — "an  eight  on  the  Richter' scule,'' says  Giariie.  They  had 
heard  of  the  disease  only  vaguelyy  and  neither  kneiv  of  any- 
thing similar  in  their  family  backgrounds.  They  didn't  kriorv 
where  to  turn  for  help,  until  their  pediatrician  suggested 
they  consult  a genetic  counselor:  "A  rvhat?"  asked  Jennifer: 

Genetic  counselors  are  the  saw>^  and  eloquent  people  you 
see  being  interviewed  as  part  of  news  reports  on  niqjor 
breakthroughs  in  our  knowledge  about  the  cause  or 
treatment  of  a devastating  illness  or  the  discovery  of  a cancer- 
causing  gene.  But  for  Charlie,  Jennifer  and  Alyssa,  genetics  is 
more  than  a talk  show  topic.  Tlie  Rosses,  and  thousands  of 
other  families,  are  the  people  behind  the  headlines;  they  know 
all  too  well  that  advances  in  genetics  are  making  life  harder 
and  easier  at  the  same  time. 

What  is  genetic  counseling*.^  The  mother  of  a six-year-old 
with  Down  syndrome  put  it  well  when  she  said,  “In  two  one- 
hour  sessions,  our  counselor  taught  me  everything  I vilshed  I 
had  remembered  from  Biology  101,  Psychology  101  and 
Philosophy  101.’*  Genetic  counseling  draws  on  knowledge 
from  these  fields — and  others— in  an  effort  to  provide  the 
most  accurate,  up-to-date  information  on  the  causes  and  treat- 
ment of  genetic  disorders,  tlie  tests  available  for  identifying 
them,  a possible  prognosis  for  a child  with  a genetic  condition 
and  tlie  prospects  for  futiu*e  pregnancies. 

Who  does  genetic  counseling? 

B ® After  Alyssa  was  diagnosed,  the  Rosses 

B B B coasulted  a certified,  MasterVlevel  genetic 

B B B B B couaselor,  one  of  about  1200  in  the  United 
B B B B B B States.  But  a family  with  a child  who  has  a 
B B genetic  condition  nuiy  also  rc*c*eive  asi'fiil 

infonnation  from  their  family  practitioner, 
obstetiician,  pt'diatrician,  a neonatologist,  a nurse  with  a sub- 
si>ecialty  in  genetics  or  a geneticist  with  in-depth  knowledge 
of  thefr  child’s  particular  condition. 


moral,  eoMonuC) 
gious  mipUcatirr®.  However,  the 
two  artides  in  this  series  will  be 
limited  to  the  practical  aspects  of 
genetic  counseling— what  it  is, 
who  does  it  and  how  it  can 
I enhance  or  perhaps  further  com- 
plicate the  lives  of  parents,  profes- 
sionals and  especially  our  children. 

Part  n will  focus  on  some  avail- 
able  pre- wd 


Although  different  pro- 
fessionals provide  genet- 
ic counseling  in  slightly 
different  ways,  they  all 
agree  it  is  a process  of 
communication.  “We  help 
families  look  at  the  big 
picture,  not  just  the  med- 
ical diagnosis,”  says 
Kathryn  Spitzer  Kim, 
director  of  clinical  place- 
ments for  Brandeis 
University’s  genetic  coun- 
seling program,  one  of 
only  20  such  programs  in 
the  country.  “We  also  talk 
about  the  social,  educa- 
tional and  financial  con- 
siderations.” 

A good  genetic  coun- 
selor should  have  first- 

rate  knowledge  of  genetics.  But  he  or  she  should  also  be  able 
to  communicate  that  knowledge  in  easy-tounderstand  Ian-  ' 
guage.  And,  according  to  Barbara  Bowles  Biesecker,  genetic 
counselor  and  section  head  at  the  National  Center  for  Human 
Genome  Research,  National  Institutes  of  Health,  genetic  coun- 
selors must  be  able  to  listen  as  well  as  talk.  “People  are 
terrified  when  they  get  a diagnosis,”  she  explains.  “They  often 
ask,  ‘Wtiy  did  this  happen?’  They  already  know  the  scientific 
explanation;  what  they  are  really  asking  are  the  more  soul- 
searching  questions — ^*How  will  I cope?  Will  I be  able  to  love 
and  accept  this  child*'’’  Genetic  counseling  is  much  more  com- 
plicated than  explaining  percentages.  Actually,  the  science  is 
the  easy  part.” 

Charlie  and  Jennifer  agree.  “We  didn’t  want  to  spend  the 
rest  of  our  lives  searching  for  genetic  clues  in  our  family  bac*k- 
groimds;  we  wanted  to  find  help,  people  who  understood  wliat 
we  were  going  through.  We  just  wanted  to  talk.” 

More  than  prenatal  testing 

Possibly  file  most  imix)itant  thing  families  can  get  from  a genet- 
ic coimseloi*  is  time — time  to  process  a lot  of  information,  time 
to  ask  qiu'stions,  time  to  comider  options  and,  perhaps,  time  to 
grieve  the  considerable  losses  they  may  experience. 

A genetic  counselor  can  pro\ide  a tremendoiis  amount  of 
information  about  local  and  national  resources.  He  or  she  may 
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also  be  able  to  explain  the  practical  implications  of 
recent  research  results.  Jennifer  says,  “EX^eiy  time 
we  hear  anything  about  CF,  we  get  so  excited.  We 
hang  on  every  word,  hoping  for  a cure.  Our  coun- 
selor has  explained  tliat  while  science  is  a lot  closer, 
they’re  not  about  to  knock  at  our  door  with  the  cure 
tomorrow.” 

Although  a clinical  geneticist  or  other  doctor  can  also 
explain  the  medical  consequences  of  a particular  disorder  or 
disease,  physicians  tend  to  be  less  neutral  regarding  options  in 
the  event  of  a prenatal  diagnosis;  this  is  particularly  true  of 
physicians  working  in  managed  health  care  organizations.  In 
some  cases,  they  may  make  the  recommendation  to  terminate 
a pregnancy.  After  all,  it  is  not  to  the  economic  advantage  of 
an  HMO  to  have  a lot  of  kids  being  bom  witli  special  (transla- 
tion: “expensive”)  health  care  needs.  A genetic  counselor  will 
not — or  at  least,  should  not — be  directive. 

Anotlier  advantage  of  working  witli  genetic  counselors  is 
that  they  are  often  familial*  and  comfortable  with  conditions 
other  medical  professionals  rarely  see.  While  your  pediatrician 
might  see  two  children  a year  with  your  child’s  disability,  a 
genetic  counselor  may  see  two  a week.  “One  of  the  best  things 
our  counselor  did  was  hook  us  up  witli  other  pai*ents.  Nobody 
can  understand  what  we  re  going  through  except  other  CF 
parents,”  says  Jennifer. 

If  your  child  does  not  ha\*e  a diagnosis,  you  are  not  alone. 
One-third  to  one-half  of  children  with  abnormalities  have  no 
diagnosis.  Perhaps  your  child’s  condition  does  not  yet  have  a 
name,  or  nobody  is  willing  to  call  his  or  her  particular  gioup  of 
symptoms  by  a name,  because  it  may  not  be  a precise  fit.  But 
a genetic  counselor  may  still  be  able  to  help  you  tsp  into 
resources,  organizations  or  support  groups. 

Shouid  you  see  a genetic  counselor? 

Different  families  seek  genetic  coimseling  for  different  rea* 
sons.  A couple  with  a newly-diagnosed  infant  or  young  child, 
for  example,  will  probably  want  a comprehensive  explanation 
of  the  child’s  condition  and  likely  prognosis.  They  may  also 
want  to  know  the  chances  of  this  or  anotlier  birth  defect 
occurring  in  future  pregnancies. 

A family  with  an  older  child  or  more  than  one  child  may  be 
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M Q thinking  about  reproductive  issues  for  all  their  chil- 
E B dren — for  example,  the  odds  that  a sibling  witlr- 

out  the  condition  is  canying  the  defective  gene. 

1 1 Betsy  Gettig,  a 15-year  veteran  in  the  field  and 

past  president  of  the  National  Society  of  Genetic 
Counselors,  says  that  couples  or  individuals  can  expect 
genetic  counselors  to  provide  three  important  things: 

• Reprodi/rf/ve  infomation:  What  are  the  chances  of  cer- 
tain diseases  or  genetic  conditions  occurring  in  a current 
or  future  pregnancy?  Are  there  ways  to  reduce  the  risks? 
Are  there  successful  pre-  or  post-natal  treatments? 

• Prognosis:  Wliat  is  the  likely  course  of  a given  disease  or 
condition?  How  will  a given  child  be  doing  in  one,  five  or 
10  years?  While  no  clinician  can  predict  the  future  with 
absolute  certainty,  they  usually  can  provide  the  range  of 
possibilities. 

• Advocacy  and  support:  People  sometimes  make  deci- 
sions that  aren’t  accepted  by  family  members,  friends  or 
even  personal  physicians — trying  an  experimental  treat- 
ment, for  example,  or  choosing  to  continue 

or  terminate  a pregnancy.  Genetic 
counselors  try  to  ensure  that  their 

clients  make  carefully  considered  Y ja 

choices  based  on  accurate  informa- 
tion;  then  they  support  them  in  the 
decisions  they  make. 

According  to  Philip  R.  Reilly,  M.D.,  clinical 
geneticist,  lawy^er  and  president  of  the  Shriver  Center  for 
Mental  Retardation,  the  following  people  may  benefit  from 
consulting  a genetic  counselor: 

• Families  in  which  there  is  a known  genetic  disorder,  such 
as  cystic  fibrosis,  Huntington  s disease  or  hemophilia. 

• Couples  who  come  from  the  same  ethnic  gi*oup,  when 
that  group  is  known  to  have  a higher  incidence  of  certain 
disorders.  Tay-Sachs  disease  is  common  among  Ashkenazi 
Jev/s,  for  example,  and  one  in  12  African-Americans  carries 
the  gene  for  sickle  cell  anemia. 

• P'amilies  in  which  there  have  been  multiple  miscarriages, 
stillbirths  or  a childhood  death  from  unknown  causes. 

• Women  older  than  'M  who  are  pregnant  or  planning  a 
pregnancy. 


How  do  you  find  a genetic  counselor? 

Your  pediatrician  or  the  geneticist  at  your  HMO  or  hospital  may  be  able  to  refer  you 
to  a qualified  genetic  counselor.  Your  state's  department  of  public  health  may  also  be 
a good  resource.  Or  contact  one  of  the  following  organizations: 


National  Society  of  Genetic  Counselors 

233  Canterbury  Dr 
Wallingford,  PA  19086-661 7 
Requests  for  Information  and  referrals 
must  be  received  in  writing.  NSGC  does 
not  maintain  or  disseminate  information 
about  specific  genetic  disorders. 


! Alliance  of  Genetic  Support  Groups 

j 35  Wisconsin  Gr  #440 
j Chevy  Chaste,  MD  2081 5-701 5 
I (800)336-4363 
‘ (30V  652-5553 
I (301)654-0171  (fax) 
j Provides  referrals  to  genetic  cot  msi^lors, 
] supfjort  groups  and  other  resources 
■ nationwide. 


• Relatives — especially  siblings— of  a child 
with  a genetically-transmitted  disorder. 

Genetic  counseling  provided  Charlie 
and  Jennifer  Ross  with  the  information 
and  support  they  needed  after  their 
datighter’s  diagnosis.  Almost  three  now, 
Alyssa  is  doing  well,  and  iilthough  they 
understiuid  the  range  of  possibilities  for 
/Jyssa’s  future,  Charlie  and  Jennifer  think 
“she’s  going  to  be  around  for  a long,  long 
time.”  They  add,  “W('’re  even  thinking  sh<' 
might  like  a little  sister  or  brother.”  EP 

Nftomi  Angq(f  ("hedd  is  a member  of 
(diUrrial  stq(f. 
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The  Value  of  Prenatal  Testing 

by  Alysoun  Reichard 


Like  many  women  who  identify 
themselves  as  opposed  to 
abortion,  I used  to  think  pre- 
natal testing  was  only  for  women 
who  believed  in  abortion.  In  the 
past  few  years,  however,  my  per- 
spective has  changed  dramatically. 

When  I finally  became  pregnant 
after  six  years  of  infertility,  I worried 
that  I would  miscarry,  but  I never 
really  worried  that  my  child  might 
have  a problem.  I had  an  alpha-feto- 
protein (AFP)  test  because  1 had 
taken  a fertility  drug  and  was  curi- 
ous to  know  if  I was  carrying  twins. 
When  the  results  came  back  elevated, 

I still  wasn't  concern^.  I figured  it 
was  either  twins  or  an  error. 

There  was  never  any  doubt  in  my 
mind  that  I wanted  my  baby.  So  when 
my  daughter  was  diagnosed  with  spina 
bifida  during  the  follow-up  ultrasound, 
in  the  nineteenth  week  of  my  pregnancy, 
I made  it  very  clear  I had  no  intention 
of  terminating. 

Over  the  next  few  weeks,  I was 
repeatedly  asked  to  explain  my  strong 
desire  to  have  this  child.  The  infertility 
spec  ialist  told  me  I should  be  able  to 
conceive  again,  if  tliat  was  my  concern. 
But  that  wasn’t  it.  What  it  really  came 
down  to  was  this — we  did  not  conceive 
our  child  to  play  football  with  her.  We 
didn’t  keep  her  because  we  were  afraid 
we  would  “biun  in  hell”  if  we  aborted. 


Alysoun  Reichard  and  daughter  Heidi,  20  months,  enjoyed 
the  fall  foliage  at  Sleeping  Giant  Park  in  Hamden, 
Connecticut. 


Heidi — aka  “Winnie-the-Pooh”— celebrated  Halloween  1992  with 
preschool  buddies  (from  left)  Brian  Smith  and  Taylor  Valentine. 


' js--:- 

V 


We  kept  her  because  we  loved  her,  we 
wanted  her,  and  there  wasn’t  anytliing 
that  we  wanted  to  do  with  a child  that 
she  would  not  be  able  to  do. 

The  counselor’s  role 

I fully  believe  that  genetic  counselors 
should  remain  neutral  on  the  issue  of 
abortion.  They  should  offer  families  a 
clear  picture  of  the  implications  of  tlteir 
findings,  and  then  allow  them  to  make 
their  own  decisions.  However,  I do  not 
believe  tliat  rattling  off  a list  of  intimi- 
dating medical  conditions  constitutes 
offering  a clear  picture. 

I also  believe  that  it  is  inappropriate 
for  a genetic  counselor  to  speculate — 
even  when  asked — ^about  what  he  or 
- - she  would  do  in  a 

given  situation. 
First  of  all,  it  is  a 
question  that  is 
impossible  to 
aaswer.  By  24 
weeks  gestation, 
a pregnant 
woman  has 
already  devel- 
oped a relation- 
ship with  lici* 
baby.  She  is 
showing;  cvciy- 
one  knows  she  Is 
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pregnant.  She  has  felt  the  baby 
move.  The  counselor  may  feel  able 
to  weigh  the  decision  objectively. 
However,  in  the  same  situation,  she 
might  find  herself  considerably  less 
objective. 

Mostly,  however,  I feel  that  a 
woman  needs  to  make  this  deci- 
sion within  the  context  of  her  own 
value  system.  In  her  darkest  hour, 
whatever  she  decides,  she  needs  to 
know  it  was  her  own  decision.  This 
is  a mighty  burden  to  bear.  A coun- 
selor may  be  tempted  to  try  to  help 
her  shoulder  it,  but  that  is  not  part 
of  the  counselor’s  role.  The  coun- 
""  selor’s  responsibility  is  to  ^ve  the 
woman  as  much  information  as  possible 
to  help  her  make  this  decision  on  her 
own.  If  a woman  truly  seems  unable  to 
decide,  I believe  it  would  be  more 
appropriate  to  bring  in  an  additional 
advisor — a social  worker  perhaps — 
rather  than  violate  the  neutrality  of  the 
genetic  counselor. 

As  prenatal  testing  becomes  increas- 
ingly routine,  genetic  counselors  will 
find  themselves  serving  more  and  more 
women  who  are  either  ambivalent 
about,  or  opposed  to  abortion.  These 
women  deserve  an  approach  that  is 
respectful  of  their  values.  Their  babies 
deserve  the  benefits  of  early  diagnosis, 
but  they  will  not  have  that  benefit  as 
long  as  women  are  distrastful  of  genetic 
counseling.  One  of  the  most  common 
questions  I am  asked  about  my  experi- 
ence is,  “Did  they  tiy  to  get  you  to  have 
an  abortion?” 

Fortunately,  I am  able  to  answer 
empliatically,  “No,  they  did  not.  They 
were  very  supportive  of  my  decision.” 
But  the  very  frequency  of  the  question 
underscores  the  distrust  that  exists. 

An  *"informed  dedslon” 

Tliougli  I was  never  pressured  to  ter- 
minate my  pregnancy,  I was  asked 
repeatedly  whether  or  not  anyone  had 
discussed  my  options  with  me.  Until  1 

cnudififrd  nn  ,{() 
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reached  the  third  triniester  of  my  preg- 
nancy, every  new  practitioner  I met — 
and  there  were  quite  a few — seemed  to 
feel  it  was  his  or  her  personal  responsi- 
bility to  establish  that  1 was  making  an 
‘‘informed  decision.” 

I would  like  to  suggest  a simple  solu- 
tion to  this  jxjtentially  upsetting  problem. 

1 believe  there  should  be  one  member  of 
the  team — ^whether  it  be  the  genetic 
counselor  or  the  social  worker — who  is 
designated  to  verify  that  the  patient  has 
reached  an  informed  decision.  Once  a 
decision  has  been  made,  a bright  red 
sticker  should  be  placed  in  a prominent 
position  on  the  patient’s  file,  indicating  to 
all  other  practitioners  that  they  do  not 
need  to  bring  up  the  subject.  If  doctors 
fail  to  see  a sticker  on  a woman’s  folder, 
they  can  simply  inquire  as  to  whether  she 
has  had  the  opportunity  to  talk  with  the 
counselor,  or  social  worker,  or  whomever 
the  designated  person  may  be. 

When  a woman  is  undecided,  she  is 
sometimes  offered  the  opportunity  to 


meet  with  the  family  of  an  affected 
child.  I have  already  stated  that  I am 
opposed  to  abortion,  so  you  may  be 
surprised  to  hear  that  I feel  such  a 
meeting  to  be  totally  inappropriate.  If  a 
family  has  decided  to  keep  their  baby,  I 
would  be  more  than  happy  to  meet 
with  them,  but  I could  not  possibly 
meet  with  them  before  that  time. 

First  of  all,  there  is  absolutely  no  way 
I could  be  neutral.  My  daughter  is  my 
pride  and  joy.  Beyond  that,  no  two  diil- 
dren  with  spina  bifida,  or  any  other  dis- 
ability, are  alike.  My  daughter’s  condi- 
tion may  be  very  different  from  that  of 


A fashion  tip  from  five-year-old  Heidi — 
If  you  simply  can*t  choose  between 
two  equally  lovely  hats,  wear  both! 


their  child.  Also,  I would  feel  as  if  I 
was  giving  this  family  the  opportu- 
nity to  judge  the  value  of  my  daugh- 
ter’s life  in  order  to  decide  whether 
they  should  give  their  own  child 
life.  As  my  daughter  got  older,  I 
would  worry  that  she  might  pick  up  on 
that  aspect  of  these  meetings. 

Still,  the  opportunity  to  see  living, 
breathing  children — rather  than  hearing 
a list  of  medical  conditions,  could  be 
very  helpful  to  families  in  the  decision- 
making process.  The  ideal  solution  may 
be  for  a neutral  party  to  make  a video- 
tape of  a number  of  children  wiUi  a 
given  disability.  The  video  could  cover 
the  range  of  possible  disabilities,  and  to 
paint  a balanced  pictur  e of  everyday 
life,  the  children  could  be  shown  in  Uie 
conrmunity  and  at  home.  The  distance 
afforded  by  a videot^  would  also 
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Now  a child  with  physical  disabilities  can  be  ^ 
posiUoncd  in  SITTING.  SEMI-STANDING,  2 
or  STANDING  to  optimize  access  *n 
to  the  environment.  O 

Features  a 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proportional  Joystick  Control 
Radio  Remote  Control 

Six  Models  Available 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  Forio,  ND  58201 
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protect  the  family  making  this  difficult 
decision.  Tliey  would  not  be  under  any 
pressure  to  make  a decision  to  please 
anyone  but  themselves. 

Yet,  if  1 were  to  meet  with  a family 
struggling  with  this  decision,  there  is 
one  thing  1 would  want  to  say:  All  new 
parents  look  at  their  tiny  babies  and 
wonder  if  they  will  be  able  to  rise  to  die 
task  of  caring  for  them.  Parents  of  chil- 
dren with  disabilities  are  no  different. 
Who  can  blame  them  if  they  question 
their  ability  to  cope  with  their  children’s 
problems?  Yet  just  as  millions  of  new 
parents  cope  with  their  responsibilities 
every  year,  thousands  of  ordinary  cou- 
ples also  rise  to  the  challenge  of  caring 
for  children  with  disabilities. 

It’s  better  to  know 
At  tlie  time  of  Heidi’s  diagnosis,  I was 
working  in  a large  office  fiill  of  women. 
Many  of  my  coworkers  told  me  how 
brave  they  thought  I was.  No  one  came 
right  out  and  said  they  would  have  abort- 


The  Baby  Joggei® 

Mobility  and  comfort  combine  for 
both  parent  and  child!  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  *The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  ail  ages.  Folds  easily  for 
transport,  adapts  to  seating  Inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189.  Yakima.  WA  98907 
1-800-241-1848 
Safs,  stable,  endorsed  by  pediatricians. 

01990  RSI 
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ed,  but  I know  a lot  of  them  thought  it 

It’s  such  a contrast  with  what  we  hear 
now.  When  people  see  our  bright,  happy 
little  girl  and  find  out  that  we  knew 
about  her  condition  before  she  was 
bom,  they  say  things  like,  “What  a 
tragedy  it  would  have  been  for  you  to 
have  aborted  this  beautiful  child!” 

And  Heidi  is  beautiful.  She  has  a gift 
for  happiness.  When  we  go  to  the  maU, 
people  see  her  tooling  around  in  her  lit- 
tle purple  wheelchair,  and  they  smile  at 
her  because  she’s  so  cute.  Then,  I fre- 
quently see  a cloud  come  over  their 
faces  as  they  realize  something  must  be 
wiong  with  her.  But  the  cloud  soon 
gives  way  to  another  smile  as  they  real- 
ize it  doesn’t  matter,  because  this  child 
is  obviously  happy  just  the  way  she  is. 

I do  sympathize  with  women  who  say 
that  they  would  never  want  to  be  faced 
with  such  a decision.  I hear  women  say 
that  knowing  ahead  of  time  would  ruin 
the  remainder  of  the  pregnancy. 

I wiU  admit  that  my  pregnancy  was  a 


very  difficult  time,  but  I will  always  be 
grateftil  tliat  when  I finally  gave  birth  to 
my  daughter,  it  was  in  a setting  where  she 
could  get  tlie  best  of  care  from  the 
moment  of  her  first  breath,  and  that  my 
husband  and  I were  fully  prepared  to  wel- 
come her  into  our  lives  with  open  arms. 
At  the  time  of  aprenatal  diagnosis,  it  may 
be  hard  for  families  to  see  the  value  of 
the  opportunity  they  have  been  given,  but 
ultimately  I believe  families  and  their  chil- 
dren benefit  most  by  knowing  about 
problems  as  eaiiy  as  possible.  EP 

Alysoun  Reidunri  lives  in  Ketteringy 
Ohio  vyith  het' hasbandy  Davey  and 
daughter  Heidiy  5.  She  wntes  about 
issues  idated  to  ckildmi  mth  disabili- 
ties; one  ofher  lecent  articleSy  on  acces- 
sibilityy  appealed,  an  the  op-ed  page  of 
the  Dayton  Daily  News.  ThisaHicletvas 
adapted  fixmi  a speech  deliveted  at  a 
genetic  cau'nsding  symposium  held  at 
BtandeLs  Univeisity  (Walthamy  Mass.) 
in  June  U)93. 
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Send  a tub  of  Re.as.sure'WashcIoths  for  the  trial  price  of  $3.99i 
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K\lMI)Os(OlM. 
Television  is  important  fot 
Amerka's  disability  community. 
The  network's  progiamming 
helps  Anierlcons  with  disobili- 
ties  move  into  mainstr,Gom  life 
by  changing  perceptions. 

StNAJOR  BOB  DOLE 


K\l  1 IDUHOl'l. 
not  only  gives  people  with 
disabilities  (i  nev^  means  oi 
communication,  but  television 
gives  all  Amerkons  an 
opportunity  to  maximize 
abilities.-  \ i 


SENAJOR  rO/M 


As  one  of  49{nuiiion 
Americans  who  happens  to 
have  a disabUjly;  like  I . ^ . 

happen  to  hovpynpilepsy. 

I'm  very  excited. about 
K\i  I iiuK^un':  K’n  ■ 
uses  the  extraoiifiinnry  power, 
of  television  to  communiaile 
ideas  and  positive  role  modeis 
for  qur  complex  .^cioty. 

JONYCmnO,  Oiahnwn:  ' ' : 
Pres /dent's  Committee 
on  Employment  of  People-, 
with  Disabilities 


Please  join'  March  of  Dimes 
and  1 1 1 M ( )1*|  . With, 
^youi  help,  we  can  improve  the 
quolity  of  life  for'^l^mer icons  . 
with  bildh  defects  and  other 
disjubilfties.  And  we  can'offer  ■ 
quality  programming  the  whole  i 
fomily  cun  ctijoy. 

OR.  JEHHffER  L.  HOWSE 
President 
Moffh  of  Dimes 
Biiih.Oeforts  foundation 


Join  with  us  at  Easter 
Seals  and  lv\I.NI)(')M  (>1‘1-. 
We  want  to  share  vital,  accu- 
rate information.  We  Want  to 
brighten  American  horiies  frorti 
coast  to  coast  with  good, 
equality  television. 

JAMf-S  E.  WIUlMS,  jR- 
President  and  CEO 
Natipnei  Easter  Si'i^^Oilety 


We're  delighted  to  join 
K.\l.i  Il)(  OlM  in  the 
Culling  on  Coble"  campoiejn.  I 
hope  you  will  become  a part  of 
the  effort  to  bring  this  cxcilihg 
network  to  every  home  in 
. America.  ■ 

ELAINE  L CHAO 
President  and  CEO 
United  IVny  of  Ametuo 


AMERICA'S  DISABILITY  CHANNEL 
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YOU  CAN  snii  GET 

The  1995  Resource  Guide 

Directories  of  National  Organizations, 
Associations,  Products  & Services 


...  the  most  complete  guide  for  families, 
health  care  professionals,  and  educators 
that  includes,  namesy  addresses,  phone  and 
fax  numbers  of  over  1,000  resources: 
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55  National  Information  and  : . 

Advocacy  Resources  1 ; #1 

384  National  Resources  for  • 

Specific  Disabilities  and  ' 

Conditions  " ''M 

73  Parent  Training  and 
Information  Centers 

, 328  Parent-To-Parent  Programs  m 

40  Alliance  for  Technology  Access  Centers;  I I 
55  State  Assistive  Technology  Centers  d 

38  Disability-Related  Electronic  Bulletin  ^ ^ ^ ^ 

Boards 

31  Federal  8c  Federally  Funded  Information  Resources 
47  Professional  Organizations 

And... 

The  Directory  of  Products  and  Services  section  that  includes  over  200  advertisers 
of  quality  products  and  services,  grouped  in  43  categories  from  Augmentative 
Communication  and  Bathroom  Equipment  to  Van  Conversions  and  Wheelchairs. 

To  order  your  copy  (or  additional  copies  for  your  organization)  of  the 
1995  Re^urce  Guide  at  just  $9.95  each  (plus  shipping  and  handling), 
call  1-800-533- 1910.  Or  use  the  coupon  in  the  Exceptional  Parent  Library 
section  of  this  issue.  Order  today  while  supplies  last: 

1-800-535-1910. 

INFORMATION  THAT  MATTERS,  FROM  PEOPLE  WHO  CARE 

FR?r  VKJ 
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Unlike  devices  which  use  multiple  overlays  or  pages,  DeltaTalker  uses 
a single  overlay  to  code  all  of  the  person’s  language.  Since  all  the 
icons  are  always  visible,  people  can  practice  and  refine  what  has 
been  learned  at  any  time.  It  is  only  through  this  regular  and 
appropriate  use  that  language  is  permanently  acquired. 

DeltaTalker  for  expressive  communication 

DeltaTalker  also  shines  as  a device  for  expressive  communication.  First, 
it  offers  ten  synthesized  voices  that  can  be  adjusted  to  fit  any  personality.  Do  you  like  to  sing  or 
make  funny  noises?  DeltaTalker  also  offers  digitized  speech  which  is  great  for  fun  activities  as  well  as  for 
expressing  oneself  in  another  language. 

DeltaTalker  has  a number  of  features  which  promote  quick  learning  and  rapid  retrieval  of  vocabulary. 
Other  features  promote  pragmatic  skills  such  as  initiation  and  timing  (e.g.  jumping  in  with  a punch  line  to 
a joke).  In  short,  DeltaTalker  helps  the  person  communicate  as  quickly  and  effectively  as  possible. 

DeltaTalker’s  optional  infrared  capabilities  provide  a wireless  link  to  TVs,  stereos,  and  computers,  increasing 
independence  (available  this  winter). 

what  can  DeltaTalker  do  for  you?  A lot  - and  at  a price  that  might  surprise  you.  For  more  information, 

Urill  1-800-262-1933.  C39 
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A New  TWist  to  “Playing  Doctor” 

by  Rick  Rader*^ 


or  years,  patients  have  been  the  cornerstone  of  medical  edu- 
catioa  Because  one  can  only  leam  so  much  from  atext- 
book,  “real  live  people”  are  used  to  teach  physical  signs,  pro- 
cedures, histoiy-taking  and  physical  examinations.  Every  physi- 
cian has  a story  to  tell  about  one  or  two  memorable  “teaching 
patients,”  who  imparted  never-tobe-foigotten  pearls  of  wisdom. 

ru  never  forget  my  first,  encounter  with  a “patient-consul- 
tant,” as  they  were  known  in  the  London  teaching  hospital 
where  I trained.  I was  given  10  minutes  to  examine  this 
woman’s  cardiovascular  system  and  come  up  with  a working 
diagnosis.  The  woman  was  quite  talkative,  especially  after  she 
recognized  my  distinctive  New  York  accent  As  I tried  to  lis- 
ten to  her  heart,  she  babbled  on  and  on  about  her  relatives  in 
Rochester,  New  York — ^perhaps  I knew  them?  I couldn’t  hear 
a thing  through  the  stethoscope,  but  I could  hear  the  profes- 

*  My  gratiiiuie  to  these  colleagues  whose  ongobig  intet'est  and  con- 
Uibution  to  this  program  has  made  it  possible:  Mike  Cooky  every- 
live  direcio7\  Chxoige  Gixn)e  Center,  Omttanooga,  Term.;  Dr.  Bob 
Clark,  associate  dean  & dveclxa'.  University  of  Tbnnessee  College  of 
Medicine,  Chattanooga  Unit;  Jenny  Chase,  Amy  Khalifa  and  Nicki 
McReynolds,  special  education  teacho's.  Orange  Giove  Centei', 
Omttanooga,  Thin.;  Kelly  Bankston,  David  Lee  V/illiams  and 
Kawanna  Williams,  patient  simulators,  Institute  of  Developmental 
Medicine,  Orange  Grove  Center,  Oiattanooga,  Tenn. 


sor’s  footsteps  coming  down  the  hall,  stopping  at  every  cubi- 
cle and  asking  each  student  to  describe  their  findings.  I was 
starting  to  panic;  I didn’t  have  a clue  what  this  woman’s  heart 
was  trying  to  tell  me. 

Just  before  the.  professor  got  to  my  cubicle  and  pulled  the 
curtain  back,  dris  little  blue-haired  lady  leaned  forward  and 
pulled  one  rubber  stethoscope  tip  out  of  my  ear.  “You  won’t 
go  wrong  with  mitral  valve  prolapse,  Yank,”  she  whispered. 

At  that  split  second,  I turned  to  the  soimd  of  the  professor 
entering  the  cubicle.  “Might  it  be  mitral  valve  prolapse?”  I asked 
The  professor  raised  his  left  thumb  like  a 1940’s  Royal  Air  Force 
pilot  who  just  heard  his  Spitfire  roar  to  life.  My  first  experience 
with  a “patient-consultant”  was  memorable,  to  say  the  least 

Patient  simulators 

Unfortunately  for  medical  education,  the  “textbook  case”  is 
usually  seen  only  in  a textbook.  Patients — ^being  people,  and 
sick  people  at  that — ^are  subject  to  a variety  of  personalities 
and  individual  peculiarities.  In  addition,  diseases  announce 
themselves  individually  and  assume  a host  of  presentations. 

These  variations  of  patient  and  disease  have  often  been  cited 
as  obstacles  in  teaching.  How  “fair”  is  it  to  have  three  medical 
students  examine  three  different  patients  and  be  tested  on  their 


t had  to  go  docloTv  1 did  Have  th^  Liberator  ^ this  time.  ( Had 

fiever  tb  ah  eye  do^  before.  My  teacher,  Nickie  McReyrwkb,  prepared  me  for  the  visit, 
but  the  doctor  never  even  talked  to  me  or  asked  me  a question.  Tiiat  made  me  frustrated.  If  be 
had  taken  the  time,  I could  have  used  my  ^yes"  and  "no"  signs  to  tell  him  which  lens  was  bet- 
ter. I don't  think  the  doctor  meant  to  be  rude;  he  just  didn't  know  how  to  communicate  with 
me.  If  this  doctor  had  some  education  about  people  like  me,  who  use  a communication  system, 
or  who  have  signs  for  "yes"  or  "no,"  the  visit  would  have  been  more  pleasant. 

Dr.  Rader  says  1 can  help  teach  doctors  to  listen  and  talk  with  people  who  have  develop- 
mental disabilities.  He  also  said  the  doctors  have  to  be  willing  to  spend  more  time  with  us 
during  a visit.  They  also  should  have  the  opportunity  to  learn  about  communication  systems.  1 
am  willing  to  give  them  that  opportunity  by  doing  role-playing  during  lectures,  and  using  the 
Liberator  to  tell  what  Is  wrong  with  me. 

This  is  going  to  take  a lot  of  work  on  my  part,  but  1 am  anxious  to  do  it.  1 hope  the  medical 
field  is  willing  to  be  patient  and  give  me  the  opportunity  to  help  individuals  with  disabilities 
to  be  better  understood. 

— David  Lee  Williams 


Dayfo  Lae  PnB:  \ Rader  ^tanMoUK*  bCfH  a phyticten  tnf^ 

aiiibdnia'hl^  OTiiyiiiiiiBi  of  piiri  Dartdt 
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findings?  Tb  ‘'level  the  playing  field,”  and  to  ensure  that  students 
are  equally  exposed  to  the  same  clinical  scenarios,  medical  edu- 
cators created  the  “standardized”  or  “simulated”  patient 
“Patient  simulators”  are  actors  who  ai’e  trained  in  the  clini- 
cal presentation  of  a particular  disease  or  condition,  and 
hired  to  play  the  part  of  a patient  presenting  his  or  her  com- 
plaints to  the  medical  student.  With  in-depth  understanding  of 
the  condition,  the  actor  can  direct  a student’s  histoiy-taking 
to  reflect  the  responses  a “real”  patient  would  provide. 

Patient  simulations  have  proven  to  be  an  effective  method 
for  teaching  medical  history-taking,  differential  diagnosis, 
medical  communications,  medical  manners  and  elicitation  of 
signs  and  symptoms  (“signs”  are  any  objective  evidence  of  a 
disease  as  opposed  to  “symptoms,”  which  are  the  sensations 
and  complaints  report^  by  the  patient). 

Patient  simulators  with  disabilities 

At  Chattanooga’s  Orange  Grove  Center,  a community  agency 
providing  educational,  medical,  residential  and  vocational  ser- 
vices to  almost  800  individuals  with  developmental  disabili- 
ties, we  have  taken  the  concept  of  the  “standardized  patient” 
one  step  further.  We  are  using  individuals  with  developmental 
disabilities  and  mental  retardation  as  patient  simulators. 

Most  medical  students  and  residents — even  many  seasoned 
physicians  responsible  for  patient  care  at  a teaching  hospi- 
tal— have  had  little  if  any  exposure  to  people  with  disabilities. 
Most  medical  school  graduates  have  seen  a 90-minute  slide 
show  on  dysmorphology — abnormal  anatomic  development; 
this  slide  show  is  the  closest  encounter  most  medical  stu- 
dents ever  have  with  developmental  disabilities. 

Because  we  believe  that  physicians  need  to  learn  to  commu- 
nicate with  their  patients  who  have  disabilities,  Orange  Grove’s 
educational  division,  the  Institute  for  Developmental  Medicine, 
created  the  Developmental  Disabilities  Patient  Simulator 
Program.  We  believe  this  is  the  first  midertaking  of  its  kind. 

Tbachers  recommended  students  for  the  program  on  the  basis 
of  their  personality,  disability,  health  care  experience,  willingness 
to  participate  and  ability  to  learn  about  and  teach  various  acute 
(sudden-onset)  conditions.  Our  first  challenge  was  to  explain  the 
idea  of  “playing  sick”  and  to  make  sure  participants  understood 
that  this  sort  of  role  playing  was  appropriate  only  in  the  teaching 
setting.  Again,  teachers  helped  us  to  impart  this  concept — the 
concepts  of  “real”  and  “pretend”  are  difficult  ones.  Our  next  step 
was  to  teach  participants  the  script  Although  the  program  is  still 
fairly  new,  we  are  pleased  with  the  response  we  have  gotten 
from  both  doctors  and  “patients.” 

‘*Why  don’t  you  take  ofif  my  jacket?” 

We  ciurentJy  have  three  patient  simulators  in  the  program; 
each  one  can  present  a different  medical  condition.  David  Lee 
Williams,  27,  who  has  severe  c*erebrdl  palsy  (spastic  and 
atlu'toid  quadriplegia),  prc'sents  a “hot  j^)ixnKlix.”  David’s  n>k' 
requires  an  appreciation  for  the  transition  from  periimibOic^al 
(belly  button)  pain  to  pain  in  the  lower-right  quadrant  of  the 
abdomen  and  the  classic  “McBumey’s  point”  tenderness, 

O 
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appealing  in  the  area  of  the  abdomen  that  corresponds  with 
the  normal  pcsition  of  the  appendbc.  David,  one  of  our  best 
standardized  patients,  communicates  solely  through  aragmentar 
tive  communication,  using  an  electronic,  symbol-based  com- 
munication device  mounted  on  his  wheelchair.  Accurately  diag- 
nosing appendicitis  through  this  unique  means  of  communica- 
tion provides  the  clinician  with  a unique  challenge. 

Another  standardized  patient  plays  the  part  of  an  individual 


Kelly  Bankston,  14,  presents  an  upper  arm  contracture  to  an  Eiianger 
Medical  Center  resident  participating  in  the  Developmental 
Disabilities  Patient  Simulator  Program.  In  Kelly’s  first  “performance,” 
she  suggested  that  a nervous  Intern  might  get  a better  “feel”  for  the 
contracture  by  first  removing  her  bulky  ski  jacket. 

with  a closed  head  ir\juiy  fvom  a car  accident,  resulting  in 
dizziness  and  blurred  vision.  Kawanna  Williams,  19,  has  cere- 
bral palsy,  mental  retardation,  microcephaly  (smaller-than- 
average  head)  and  decreased  truncal  tone  (abnormal  tension 
in  the  main  part  of  her  body).  Kawanna  gives  an  Academy 
Award  performance  as  she  invites  the  clinician  to  compare 
their  conclusions  of  the  neurological  exam  against  Kawanna’s 
“usual  abnormal”  neurological  signs.  Kawanna’s  portiayal  of  a 
patient  with  a head  iqjuiy  presents  a unique  challenge 
because — as  a result  of  her  disability — even  without  an  iryury, 
she  would  not  demonstrate  “normal”  neurological  signs. 

Watching  14-year-old  Kelly  Bankston  invite  interns  to  exam- 
ine her  upper-arm  contracture  and  come  up  with  a diagnosis 
w'ould  put  a smile  on  anyone’s  face.  Kelly  has  cerebral  palsy 
(spastic  quadriplegia),  mental  retardation  and  thoracolumbar 
kyphotic  scoliosis  (curvature  of  the  spine).  During  her  first 
“performance,”  Kelly  stopped  the  nervous  new  doctor  in  the 
middle  of  her  examination  and  suggested  she  would  get  a 
“better  feel”  for  the  problem  if  she  first  removed  Kelly’s  bulky 
ski  parka  One  can  be  certain  that  doctor  will  never  make 
that  mistake  again.  Kelly’s  engaging  charm  provides  medieval 
students  with  tlie  realization  that  children  with  developmen- 
tal disabilities  and  mental  retardation  are  not  just  kids  with 
“small-print  syndromes”  (a  reference  to  Uieir  relative  impor- 
tiuice  in  medic’al  books),  but  first  and  foremost,  tliey  ai'e  chil- 
dren with  dreams,  curiosity,  humor  and  frustrations— just  like 
the  physicians  themselves. 

(■(ttiiiiturd  (m 
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Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 


1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  GoodNites, 
Depend,  Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield, 
Dri  Pride,  Promise  and  No-Rinse  Products 

AVoodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  11558 
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ScfiooC 

For  Children  With  Cerebral  Palsy 


Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 

• Physical  Therapy  * Special  Education 

• Occupational  Therapy  * Therapy 

_ • Special  Medical 

•Speech  and  Attention 

LMngt«ig»Th.mp,  . Ad.pl«l  RKre.Uon,i 

• Communication  Aids  Activities 

HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  calt: 

Diane  L Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltlntore  Avenue,  Philar<elphia,  PA  19104 
(215)222-2566 
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Dr.  Rick  Rader  (standing)  presents  patient  simulator  Kawanna 
Wiiliams  to  attendees  at  medical  grand  rounds  at  Erlanger 
Medical  Center.  Kawanna  plays  the  role  of  a patient  with  closed 
head  injury  resulting  from  a motor  vehicle  accident 

Doctors 

I like  to  see  the  doctors  and  I like  to  talk  to  them.  They  are  nice. 

They  check  your  braces  and  they  see  if  your  braces  are  rubbing 
anywhere.  1 1 jlie  tliem  bemuse  they  make  you  feel  better. 

My  ckjctor  wjil  me  again  in  four  irior^  to 

see  hinri  ^whert  % ' . iv.  K v: . . - 

1^ 


conliriued  from  page  37 


This  opportunity  to  introduce  neophyte  clinicians  to  real 
children  with  developmental  disabilities  is  the  “raison  d’etre” 
of  the  program.  We  are  not  trying  to  conduct  tutorials  in  pedi- 
atric developmental  medicine,  but  we  hope  we  are  expanding 
the  perspectives  of  each  young  doctor  so  he  or  she  will  have 
the  confidence,  curiosity  and  consideration  to  look  forward 
to  seeing  that  child  or  adult  with  special  needs  who  will 
someday  come  through  the  office  door. 

We  want  the  next  genemtion  of  physicians  to  appreciate 
the  fact  that  individuals  with  developmental  disabilities  also 
get  the  flu,  earaches,  sprained  wrists  and  cancer.  They  need 
to  be  treated  with  the  same  respect,  dignity  and  thorough- 
ness as  the  other  patients  in  the  waiting  room.  With  patient 
surrogates  like  David,  Kelly  and  Kawanna  weVe  hoping  we 
can  help  doctors  to  not  only  care  for  these  kids,  but  also  to 
care  about  them.  EP 


Rick  Ra  ler,  M.D.y  a member  of  Exceptional  PARENfs  Editorial 
Advisory  Boairf  is  the  director  of  the  Habilitation  Center  and 
The  Institute  fin*  DeveloptnerUal  Medicine  at  The  Orange  G^xwe 
Center  in  Chattanooga^  Tennessee,  In  addition  to  his  post  grad- 
uate dinical  hxiining  in  internal  medicine^  Rick  studied  med- 
ical anthro])ology  and  bio-behavioral  medicine,  Rick's  ux)rk  at 
Orange  Grove  involves  research  into  ivboticsy  vhival  imlityy 
bioengineoing  and  medical  education  as  applied  to  individuals 
with  devdopmental  disabilities. 
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The  Friendly  Skies 

Transportation  no  barrier  to  medical  care 


Trudy  aixi  Steven  Nelscm  had  raised 
three  children  on  their  fiami  in 
Columbia,  Missouri,  but  as  the  kids 
began  lea\ong  home,  they  found  them- 
selves ur^repared  to  ^ace  an  “empty  nest” 
The  Nelson’s  fourth  child,  Caleb,  was  bom 
in  1987,  Portly  after  the  birth  of  tiieir  first 
grandchild  One  year  later,  Caleb’s  younger 
sister,  Stephariie,  joiried  the  family. 

TVudy  and  Steven  were  prepared  to 
reacquaint  themselves  with  2 ani  feed- 
ings, but  their  son’s  birth  presented  addi- 
tional challenges.  Caleb  was  bom  with 
achondroplasia,  afomr  of  dwarfism,  and 
had  a number  of  complex  physical  and 
medical  needs. 


Eight-year-okl  Caleb  Nelson  (righQ  visits  the 
cockpit  of  Mel  Potter^  six-seater  Cessna  41 4. 
Because  Caleb  has  had  a vertebral  fusion  in 
his  neck  near  the  brainstem,  he  can  fly  only  in 
a pressurized  aircraft  like  this  one;  he  could 
not  survive  the  traumatic  pressure  coixlrtions 
In  some  other  small  planes.  Potter  (left),  an 
Angel  Planes  pilot  from  Wisconsin,  is  president 
of  Potter  & Son,  a company  that  cultivates 
cfanberries  for  Ocean  Spray. 

By  Uie  time  Caleb  was  four,  the  Nelsons 
had  made  25  trips  to  Baltimore,  Maryland 
to  visit  medical  ^)ecialists.  TVudy  and 
Steven  used  credit  c^ards  to  pay  for  airline 
tickets.  Tlrese  tran^x)rtation  costs,  added 
to  already  substantial  meilical  bills, 
strained  the  family’s  fiiiances.  In 
they  were  forced  to  file  for  bankruptcy. 

But  Caleb’s  me<lical  problems  contin- 
ued. Last  summer,  fticcd  witii  the  need 
for  another  trip  to  Baltimore,  Uie  Nelsons 


discovered  Angel  Planes,  a national  orga- 
nization of  volunteer  pilots,  based  in  Las 
Vegas,  Nevada,  that  could  arrange  round- 
trip  transportation  for  the  family. 

A reason  to  fly 

Angel  Planes  and  other  organiz'  «jons 
like  it  (see  sidebar  on  page  40)  were 
established  to  ease  the  financial  burden 
families  experience  when  caring  for  a 
child  or  other  family  member  with  spe- 
cial medical  needs.  These  organizations 
aim  to  ensure  that  no  indi\ddual  is 
denied  necessary  medical  care  because 
a family  is  unable  to  pay  for  transporta- 
tion. Through  volunteer  pilot  organiza- 
tions, ntany  children  and  adults  can  be 
flown  to  distant  medical  centers  for 
treatment,  completely  free  of  charge. 
Pilots  donate  their  time,  expertise,  fuel 
and,  usually,  their  own  planes.  Some  pro- 
grams also  provide  seats  on  commercial 
flights,  using  the  donated  frequent  flier 
miles  of  business  travelers. 

Pilot  Tracy  Winslow  has  completed  33 
Angel  Planes  flights  since  1990.  “I  get  a 
lot  more  out  of  it  than  I put  in,”  he 
attests.  Winslow,  a 34-year  employee  of 
Chevron  Oil,  learned  to  fly  on  glider 
planes  while  working  in  Iran.  “After 
retiring,”  he  says,  “I  didn’t  know  what  to 
do  "Aith  my  pilot’s  license  or  four-seater 
Cessna  172.  Angel  Planes  has  given  me  a 
reason  to  fly  and  something  meaningful 
to  do  with  my  retirement  It  gives  me 
U'emendous  personal  satisfaction  that  I 
could  get  involved  in  such  a purposeful 
project  at  this  stage  in  my  life.” 

Bill  Segal,  volunteer  pilot  and  New 
England  fli^t  cobrdinatior  for  Air  life  line, 
a similar  organization,  explains  his  ei^t- 
year  involvement  with  the  groip  in  similar 
terms — “Most  pilots  like  an  ‘exaise*  to  ffy. 
Odrers,  like  myself,  feel  blessed  to  be  able 
to  fly  and  to  have  this  great  ^ we  can 
offer  people  who  need  our  help.” 

“Peace  of  mind” 

In  May,  Caleb  underwent  his  nineteenth 
surgery — ^a  cranial  expansion  at  Johns 
Hopkins  Medical  Center  in  Baltimore. 
B('caiis('  Caleb’s  skull  had  stopped 
expanding,  this  surgery  created  the  nec- 
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Angel  Planes  piict  Luther  Ixitireil  (ri^ 
flew  six-yearold  Cassie  MUlis  (left)  and  her 
faiTUty  fr^  Eiie^  Pennsylvania 
Aikansas  for  a medical  consult^^ 

Cassie  has  tibia  hemomelia  (one  leg  shorter 
than  the  other).  Doctors  in  her  home  state  had 
recomrnended  anputation  for  the  shorter  ieg^ 
Casste  is  now  uTKJergoing  a leg-lengthenir^ 
procedure  in  another  state. 


essaiy  space  in  his  cranial  cavity  to 
allow  his  biain  to  grow. 

Back  home  in  Columbia,  Missouri, 
Caleb  is  ei\joying  his  summer  and  look- 
ing forward  to  entering  third  grade  at 
Fairview  Elementary  School.  Caleb 
eryoys  bike-riding,  tae  kwon-do,  comput- 
er games,  outdoor  yard  work  and  play- 

coniiuucd  on  p«<7(?  W 


Anthony  Stafoy  (foregneund),  3,  of  Winnernucca, 
Nevada,  has  traveled  with  his  mother  and  older 
brother  to  rnany  out-of-alafo  rnedical  special- 
ists. Air  Ufo  Line  provided  transportatk)^ 
many  of  these  Anthoriy  has  inult^ 
disabilitlee. 
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Meeting  the  future  needs  of  a son  or 
daughter  with  a disability  is  a 
challenging  task,  but  one  you  can 
manage  with  the  help  of  an  EPPD  Life 
Planner.  EPPD  professionals  are  at 
work  now  helping  families  like  yours 
throughout  the  country.  I.et  us  show 
you  how  to  help  secure  your  family 
members  future.  Call  today  to  arrange 
a no-obligation  appointment  with  an 
EPPD  Life  Planner  near  you. 


have  a child  with  a disability.  To  orde^ 
call  800-247'6553  ($24.95  per  book 
plus  $3.50  each  shipping). 


ESTATE  PLANNING  FOR 
PERSONS  WITH  DISABILITIES 

A Divisuon  ot  PfOtective  Life  Insurance  Company 


Available  now^  the  new  1995  edition  of 
Planning  Fbr  The  Future,  the  widely- 
acclaimed  authoritative  book  on  life 
and  estate  planning  for  families  who 


800-448-1071 

National  Office:  fbst  Office  Box  2606 
Binninj^ham.  Alabama  3522B 
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TMMQUIUTV  Managing 
Incontinence  with . . . 

Unsurpassed  Performance  and 
Unparalleled  Normalcy 

The  Washable  Pant  is  latex-free  and  made  of 
100%  cotton.  It  can  be  used  with  the  High 

Capacity  Pad  or  Fitted  Liner 
for  moderate  to  heavy 
absorbency  needs.  The  Pad 
and  Liner  are  unsurpassed  in 
the  areas  of  skin  dryness, 
odor  reduction,  neutralization 

Slimline*  Fitted  Liner  of  Urine  and  inhibition  of  bacterial  growth. 


Trial  Offer 


Order  Now  • Call  Toll-Free  1-800-GO-PEACH  or  mail  this  form  to: 
Principle  Business  Enterprises.  Inc . Pine  Lake  Industrial  Park.  Dunbridge,  OH  434 14 

_ Please  send  mo 

the  items  circled 
below.  Enclosed 
Is  $1  .CO  for 
postage  and 
handling.  BxP9s 


High  Capacity  Pads 
and  Washable  Pant 


Name 

Address  . . 
City  _ , „ 
Telephone 
Waist  Sizo 


State 


Mip  Size 


Zip 


SLmLine  DisoosaWe 
Underpant 

FREE 


SlimLine  Fitted 

SlimLme  Adiustable 

SitmLine  Booster 

Liner 

Bnei 

Pad  , 

1 

> 

I 

\ 

FREE 

FREE 

FREE 

High  Capacity  Pads 
& Wathabla  Pant 
Trial  Kit  told  at  a 
diKOunt  prica,  call 
1-80(M67-3224. 
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Pilot  Tracy  Winslow  flew  Brandon  Moncrief,  4,  from  his  home  in  Las 
Vegas,  to  California’s  UCLA  Modical  Center  in  Santa  Monica  Brandon 
has  Crohn’s  disease. 


covtinued  from  po()0 

ihg  with  his  puppy,  Jordan. 

According  to  his  mom,  Caleb  considers  every  trip  on  a twin 
engine  aircraft  a grand  adventure.  But  to  Steven  and  Thidy, 
these  trips  are  something  moi*e.  “Angel  Planes  has  been  won- 
derful,” TVudy  says.  “It's  hard  enough  just  worrying  about  how 
you're  going  to  make  it  through  all  the  operations  and  medical 
expenses.  Having  someone  out  there  who  is  willing  to  take  care 
of  the  transportation  gives  parents  a real  peace  of  mind.”  EP 

— Michele  San  Filippo 


Volunteer  Pilot  Organizations 

The  following  organizations  provide  free  air  transportation,  to  eligi- 
ble individuals  and  their  families,  for  appointrr>ents  with  distant 
medical  specialists.  Travelers  must  be  medically  stable;  no  medical 
support  is  available  on  these  flights.  Eligibility  is  based  on  financial 
n^;  each  organization  has  its  own  application  procedure  and  cri- 
teria for  "financial  need."  A few  organizations  may  also  require  a 
medical  referral. 

Except  where  noted,  flights  may  originate  anywhere  within  the  con- 
tinental United  Slates.  As  noted  following  some  listings,  certain  organi- 
zations have  limits  on  the  distance  of  a single  flight,  but  most  of  these 
groups  will  try  to  help  families  plan  longer  trips  through  relays  with 
other  organizations. 

Air  CareAltUmce 

Roetf  s to  Recovery 

PO  Box  1940 

25l6WiKinsAve 

Manassas.  VA221 10 

Baftjmore.MO  21223-3332 

(800)296  1217 

(410)945-6761 

(703)361-1792  (fax) 

(41 0)945-4804  (fax) 

SOO-mile  limit 

Donates  seats  on  oommerciaf  flights  originating 
in  Marytand,  Virginia  or  DC:  also  provides  ground 

Mr  Life  Line 

transportation,  lodging  and  travel-related 

1716XSt 

Sacramento,  (}A  95818 

expenses 

(800)446-1231 

Volunteer  Pilots  Association  | 

(916)  429-2166  (fax) 

POBox95.100MwSt  1 

500-mHe  limit 

Hickory,  m 15340 
(412)356-4007/(fax) 

Angel  Planet 

2756N(^VaHeyPkwy«115 

500-mile  limit 

(VeenWKey.NV 

Wings  for  CtiHdron 

89014-2100 

2000SmallmanSt 

(800)359-1711 

Pittsburgh.  RA 15222 

(702)  261-0497  (fax) 

(412)471-1267 
(412)  471-9550  (fax) 

Corporate  Angel  Network 

Bldg  1 Westchester  Akport 

500-mHe  limit 

White  Pl^NV  10604 

Wings  of  Mercy 

(914)328-1313 

A-5006 146th  Ave 

(914)  328-3938  (fax) 

HoNaid,  Ml  49423 

Mivkktais  with  cancer  ^ 

(616)396-1077 

UfeNnePMote 

PO  Box  3862 
St  Lotis,  MO  63133-0662 
(217)3734195 
(708)  524-8941  (fax) 

(616)  396-1700  (fax) 
500-mH$  limit 

RigMsmttUoriginstelnMkK^ 

, 
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Selective  Dorsal  Rhizotomy 


The  tenn  “cerebral  palsy”  is  used  to 
describe  many  children  and  adults 
who  have  some  sort  of  brain  ir\jury 
(“cerebral”)  resulting  in  problems  with 
movement  (“pal^O-  Since  there  are  dif- 
ferent types  of  cerebral  palsy,  aic^jectives 
describing  specific  types  (for  example, 
“spastic”  or  “athetoid”)  usually  precede 
the  more  general  term,  cerebral  palsy, 
and  describe  the  way  an  individual’s  ner- 
vous system  and  muscles  fimction. 

Doctors  may  also  descr'jje  people 
with  cerebral  palsy  in  terms  of  the  part 
of  the  body  primarily  affected — for 
example,  diplegia  (both  legs),  hemiple- 
gia (one  side  of  the  body)  or  quadripleg- 
ia  (arms,  legs,  face  and  trunk).  They 
may  also  classify  an  individual’s  disabili- 
ty as  being  mild,  moderate  or  severe. 

Children  with  spastic  diplegia  have 
spasticity  (increased  muscle  tone  or  ten- 
sion) that  mainly  affects  their  lower 
extremities.  They  tend  to  stand  on  their 
toes  and  bring  their  legs  together  in  a 


crossed— or  “scissored” — position.  If 
children  with  spastic  diplegia  learn  to 
walk,  they  typically  drag  their  feet  and 
have  limited  endurance  for  walking  long 
distances.  They  may  also  have  muscle 
tone  problems  in  the  upper  parts  of  their 
bodies,  but  these  problems  will  be  less 
severe  than  in  their  lower  extremities. 

In  children  with  spastic  quadriplegia, 
spasticity  affects  all  parts  of  the  body. 
Spasticity  in  facial  muscles  can  lead  to 
problems  with  eating  and  speech. 
Spasticity  in  the  trunk  can  result  in  seat- 
ing difficulties.  In  general,  children  clas- 
sified as  spastic  quadriplegic  are  less 
likely  than  children  with  spastic  diplegia 
to  be  able  to  learn  to  walk. 

Children  with  spastic  diplegia,  who 
are  able  to  walk  independently  and 
willing  to  cooperate  with  the  ligorous 
physical  therapy  that  will  follow  the 
surgery,  are  considered  ideal  candidates 
for  selective  dorsal  rhizotomy  (SDR). 
Since  a child’s  intellectual  ability  is  relat- 


ed to  his  or  her  understanding  of  the 
procedure  and  motivation  for  therapies, 
clinicians  will  also  consider  a cliild’s 
intellectual  ability  in  weighing  the  deci- 
sion to  proceed  with  surgery. 

Spasticity  and  walking 
The  brain  is  an  incredibly  complicated 
struc  ture.  Any  e^lanation  of  its  work- 
ings is  likely  be  vastly  oversimplified, 
unable  to  account  for  the  nuances  of 
human  behavior  as  well  as  differences 
between  individuals.  Furthermore,  we 
still  don’t  know  everything  about  the 
workings  of  this  complex  organ.  But  with 
those  limitations  in  mind,  let’s  take  a look 
at  brain  fimction  with  regard  to  walking, 
because  improving  a child’s  ability  to 
wake  is  one  of  the  main  goals  of  SDR 
The  many  parts  of  the  brain  are  con- 
nected by  a vast  network  of  nerve 
fibers.  Specific  parts  of  the  brain  control 
various  body  functions.  In  walking,  the 
part  of  the  brain  that  controls  voluntary 
leg  movements  (the  motor  cortex)  initi- 
ates “messages”  to  stimulate  the  appro- 
priate muscles  and  to  control  the 

continued  on  page  42 
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called  selective  dorsal  rfilzotcxr^  (SDR). 
visited  the  Spasticity  Management  Clinic  at 
Children's  Hospital  and  M^ical  Centers  in 
Seattle,  Washington.  At  first,  the  dcxlors 
weren't  sure  whether  this  procedure  would 
be  a good  one  for  me  because  I was  doing 
quite  well  already;  I had  only  mild  spasticity 
in  my  legs.  But  the  orthopedic  surgeon's 
opinion  was  the  clincher;  he  said  1 could 
have  the  surgery  if  I wanted  it. 

My  parents  told  me  I could  make  my  own 
decision,  and  I decided  to  go  for  it  The 
surgery  was  scheduled  for  February  1 3, 1992. 

I was  a little  nervous  as  the  date 
approached,  however,  we  were  kept  busy 
with  clinic  af^ntments,  countless  medical 
tests  and  a tour  of  the  hospital.  We  got  up  at 

4 a.m*  on  the  day  of  surgery.  The  last  filing  I 

,,  Jnemember  of  that  day  was  one  of  rny  doctors 
^4dng  \yith.  w in  the  pfeop  room,  for  the  next  eight  days  I remained 
rnuoh'ls  a blur.  I khaw  I did  some  physical  thera^ 

' ' to  my  schc^ 
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Dove,  Ryan,  Sean  and  Dan— outside  their  Maple 
Veytey;  WaslWigUm  horne,  about  a yw 
Ryan%  rhiioiorny  surgery 
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were  daily  visits  to  the  ever-pneSent  hospital 
schoolroom!  For  the  next  two  years,  I partici- 
pated in  a lot  of  physical  therapy.  I started 
with  four  times  a week  after  sclxx)l,  with  a 
couple  of  at-sebooi  sessions  thrown  in  for 
good  measure.  As  time  passed,  I worked  my 
way  down  to  once  a week,  then  once  every 
two  weeks. 

1 think  the  results  of  my  surgery  were  very 
good.  New,  I walk  with  a much  more  nor- 
mal gait.  Before  surgery,  I walked  with  a 
crouched,  turned-in  gait.  I have  before-  and 
after-SDR  videos,  which  really  point  out  the 
difference.  I'm  also  more  agile  on  my  rrxxjn- 
tain  bike. 

If  I had  this  decision  to  make  over  again,  I 
would  choose  the  rhizotorny.  In  the  future 
I'm  pretty  sure  I will  feel  the  same. 

— RyanAas 
Mapk  \itlky,  Washington 


Ryan  Am,  Uyes  in  Maple  Vatky,  Washington 
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responses  of  these  muscles.  'Phese  messages  are  sent  from  the 
brain  to  the  leg  musdes  tluough  nerve  fibers  (called  motor 
nerves  or  motor  neiuoi^)  that  travel  from  the  motor  cortex, 
throiigli  two  other  areas  of  the  brain,  and  then  down  the  spinal 
cord.  Witliin  the  spinal  cord,  other  fibers  connect  witli  tlie 
motor  nerve  fibers  and  relay  the  messages  to  the  muscles  of  tlie 
legs  and  feet  that  are  involved  in  walking.  At  about  the  same 
time,  anotlier  set  of  nerve  fibers  in  the  legs  and  feet,  known  as 
sensory  nerve  fibers,  send  messages  back  to  the  brain  about 
musc*le  tension  and  sensation  (pain,  touch  and  position). 

“Mascle  tone”  refers  to  the  amount  of  tension  (or  resistance 
to  movement)  in  a muscle.  When  the  tone  in  all  muscle  groups 
is  balanced,  movements  are  smooth.  Too  much  tone — known 
as  “spasticity”  (or  sometimes,  “hypertonia,”  a more  general 
term) — causes  movements  to  be  stiff  and  awkward. 

Spasticity  seems  to  be  the  result  of  brain  damage  that  inter- 
feres with  messages  from  tire  brain,  which  are  intended  to  stimu- 
late and  control  muscle  tone  or  tensioa  In  the  case  of  spasticity, 
however,  the  control  mechanism  is  impaired,  so  messages  from 
the  brain  stimulate  the  muscles  excessively,  this  causes  too  much 
tone,  and  tlie  resulting  movements  are  stiff,  slow  and/or  jerky. 

Of  comse,  the  act  of  walking  involves  more  than  these  inter- 
actions between  brain  and  muscles.  Balance  is  involved — this  is 
regulated  by  a part  of  the  brain  known  as  the  cerebellum; 
sighted  individuals  also  get  useful  feedback  through  vision. 


Visual  infonnation  enters  tlie  nervous  system  through  the  eyes 
and  travels  to  the  part  of  the  brain  involved  in  seeing  (the  occip- 
ital lobe).  The  occipital  lobe  is  interconnected  in  complex  ways 
with  the  other  parts  of  the  brain  involved  in  walking.  In  fact, 
walking  like  many  other  “ordinaiy”  activities,  involves  the  coor- 
dination of  an  intricate  system  that  allows  many  parts  of  the 
body  to  “communicate”  with  each  other  via  the  brain. 

When  to  consider  SDR 

SDR  is  not  usually  performed  until  a child  is  at  least  three 
years  old — and  more  commonly,  seven  years  old  or  older.  In 
fact,  clinicians  often  wait  until  a child  is  three  years  old 
before  identifying  the  type  and  severity  of  his  or  her  cerebral 
palsy.  This  is  because  the  brain  cells  and  the  connections  in 
the  brain  may  change  as  the  child  matures. 

Elven  when  a child’s  diagnosis  is  clear,  it  can  be  difficult  to 
predict  the  progress  an  individual  child  might  make  with  non- 
suigical  therapies.  (For  more  about  non-suigical  alternatives 
to  SDR,  see  Ask  the  Doctor,  page  46.)  However,  children  with 
cerebral  palsy  and  a resulting  delay  in  the  development  of 
“motor  skills,”  usually  begin  to  walk  by  about  age  seven  if  they 
are  going  to  learn  to  walk.  Also,  a seven-year-old  child  with  at 
least  average  intellectual  abilities  will  be  able  understand  the 
purpose  of  suigeiy,  and  will  probably  be  motivated  to  cooper- 
ate with  the  extensive  physical  tlierapy  that  follows. 


. . justho^  itvw-ild  >;.:K ; 

, Time  passrf  as  we  feithfully  to  tte 

hours  of  therapy.  Months  later,  iafter  cPmparrng^we^  and  post- 
surgery  evaluations  and  videotapes,  the  team  pronounc^  Sean's  ,; 
rhizotomy  "a  success."  Five  years  down  the  road,  I'm  not  so  sure.  ' 
Before  the  surgery,  Sean  was  able  to  use  his  extension  to  help  in 
weight-bearing  for  transfers;  now,  he  can't.  I see  no  measurable 
gains  in  functional  skill  areas.  His  fine  motor  coordination — 
needed  for  feeding  and  typing — has  not  improved;  nor  does  he 
have  improved  balance  or  strength  for  sitting,  rolling  or  "combat 
crawling."  Yes,  his  spasticity  has  decreased,  and  his  legs  "scissor" 
less,  but  even  that  improvement  was  most  noticeable  after  the  hip 
surgery  he  had  a few  years  after  the  rhizotomy. 

This  brings  me  to  my  basic  dilemma  In  evaluating  the  "suc- 
cess" or  "failure"  of  Sean's  rhizotomy.  We  will  never  know  what 
his  course  of  development  would  have  been  without  the  proce- 
dure, so  we  can't  say  for  sure  whether  his  improved  speech,  for 
example,  was  a result  of,  or  totally  unrelated  to,  the  rhizotomy. 
Would  his  extension  and  tone  be  worse  today  without  the 
suigery?  Maybe...  maybe  not.  Would  he  have  had  more  difficul- 
ties with  his  hips  had  he  not  had  the  surgery?  Who  knows? 

As  parents  of  children  with  disabilities,  we  make  our  choices 
based  on  what  we  believe  will  lead  to  a better  life  for  our  kids. 
Sometimes  this  means  spying  "yes", to  surgery  even  though  we 
know  It  will  mean  arKDtFer  trauma  they-~-and  we--don't  need 
Sometimes  vye  say  "no"  to  interventions,  knowing  we  ne^  time 
to  regroup,  reevaluate  and  try  to  slay  v^ltofe*  I do  know  that  Sean 
is  happier  arKi  healthier  today  than  he  ever 
rhizotomy 


12,.Hadhis 

lomy.,^  i^ri'sW^  the 

ways  he  has  charig^  since  that  ti^^  reco^ize  that  I still  harfe 
very  ambivalent  feelings  about  the  dutcoiPe. 

The  team  of  surgeons  and  therapists  working  with  us  did  a foor- 
ough  job  of  evaluating,  screening  and  educating  us  about  the  pro- 
cedure. i was  very  careful  not  to  expect  too  much  from  the  suigery. 
Sean  was  not  a "walker" — he  was  not  even  a "sitter" — so  ambula- 
tion of  any  kind  was  not  a goal.  His  spasticity  was  so  strong,  how- 
ever, that  it  was  often  difficult  just  to  dress  hirr,  hold  him  or  even 
get  him  into  his  wheelchair.  I thought  the  rhizotomy  would  make 

so  ne  of  those  things  easi- 
er, and  the  surgeons  con- 
curred. 

The  post-surgery  plan 
was  for  Sean — and  there- 
fore me,  too — to  remain 
in  the  hospital  for  three 
to  four  weeks,  primarily 
to  facilitate  the  two  to 
three  hours  of  daily  ther- 
apy considered  essential 
to  the  success  of  the 
surgery.  Needless  to  say, 
this  was  very  stressful  for 
the  whole  family. 
Following  the  surgery, 
Seari  was  writhing  in 
pain;  ey^  the  Intra- 
venous rnorphlne 
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The  evaluation  process 

Prior  to  siugeiy,  the  child  should  be  evaluated  by  the  team  of 
medical  professionals  who  will  be  coordinating  his  or  her  care, 
before,  during  and  after  suigeiy.  The  team  will  include  a neuro- 
surgeon (a  suigeon  who  operates  on  the  brain  and  nervous  sys- 
tem), physical  and  occupational  therapists,  other  clinical  special- 
ists and,  often,  the  child’s  pediatriciaa  These  team  members,  at 
least  some  of  whom  should  have  considerable  knowledge  about 
the  growth  and  development  of  children  with  cerebral  palsy,  can 
make  fairly  good  predictions  about  the  likely  outcomes  of  vari- 
ous surgical  and  non-surgical  procedures.  One  key  task  for  the 
team  is  to  make  sure  that  the  child  has  spasticity  rather  than 
other  types  of  movement  limitations,  such  as  dystonia  (slow, 
ihythnuc,  twisting  movements  of  the  trunk,  or  of  an  arm  or  leg). 
Some  children  with  quadriplegic  cerebral  palsy  have  both  spas- 
ticity and  dystonia,  and  may  not  be  candidates  for  SDR 
The  team  also  needs  to  measure  the  child’s  abilities  to  move 


his  or  her  arms  and  1^  and  to  perform  various  tasks  such  as 
sitting,  walking  and  self-help  activities.  This  measurement  of  the 
child’s  *Tunctional  abilities”  before  suigeiy  can  serve  as  a basis 
of  comparison  with  his  or  her  abilities  after  suigeiy. 

The  evaluation  process  is  also  the  time  when  the  team,  the 
parents  and  the  child  can  learn  about  the  suigeiy  itself;  how 
the  child  is  likely  to  feel  before,  during  and  after;  and  details  of 
the  intensive  therapy  that,  will  follow  SDR.  In  addition,  it  is 

ro)ititnif^d  oft  pofje  44 


75 1 i thll^eri  cerebral  palsyi  Cfirrently, 
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proc^ureJ  6n^  of  the'difficutti^  in  studying  a 
hew  procMure.is  that  we  don't  have  Ivyo  equal  groups  of 
children  to  compare.  Every  child  with  cerebral  palsy  has  a 
"“unique"  cerebral  palsy. 

t don't  know  Sean's  rhizotomy  was  a success,  but  comparing 
Sean  to  the  hundreds  of  children  with  cerebral  palsy  I have 
cared  for  in  my  profession  as  a pediatric  orthopedic  suigeon,  I 
believe  his  spasticity  was  decreased  by  the  rhizotomy.  Although 
he  has  had  several  later  orthopedic  surgeries,  it  is  my  impression 
that  by  lowering  his  spasticity,  we  have  eliminated  much  of  his 
posturing  and  extension.  Current  studies  are  showing  that  some 
children  who  have  had  rhizotomy  surgery  face  long-term  prob- 
lems with  scoliosis  (curvature  of  the  spine)  and  lordosis  (sway 
back),  so  we're  not  looking  forward  to  that. 

Was  rhizotomy  worth  it  for  our  son,  Sean?  Can  1 recom- 
mend the  surgery  to  my  patients?  These  are  hard  questions  to 
answer.  That's  why  medicine  is  as  much  art  as  science. 

— Hank  Chambers 

)iU  Chambers  is  an  advocate  for  her  son,  Sean,  and  other  chil- 
dren v/ith  disabilities  in  San  Diego,  She  is  very  involved  in  com- 
mifnity  activities.  Hank  Chambers,  M.D.,  is  a pediatric  orthope- 
dtcsitfgeqn  at  San  Diego  Children's  Hospital  and  the  University 
” of  California  at  San  Diego,  He  also  serves  as  the  Chairman  of 
the  and  Parefit/Consamer  Relation  Committee  of  the 
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continued  from  page  43 

essential  that  everyone  discuss  tlieir  expectations  about  the 
results.  Some  parents — ^and  children — ^may  have  expectations 
that  exceed  those  of  the  clinical  team,  who  base  their  expecta- 
tions on  the  results  they  have  seen  in  similar  children. 

The  team  also  needs  to  discuss  the  surgery’s  cost  and  its 
potential  risks.  In  the  United  States,  SDR  and  the  intensive 
therapy  that  follows  wiQ  cost  $30,000  to  $50,000.  Some  health 
insurance  plans  cover  ail  or  some  of  the  costs  involved.  In 
Canada,  the  national  health  plan  covers  all  costs. 

Surgery  always  involves  some  risk — ^infection,  unexpected 
bleeding  or  side  effects  of  anesthesia.  In  SDR,  there  is  the  addi- 
tional risk  that  the  wrong  nerves  or  too  many  nerves  will  be  cut; 
this  can  cause  new  problems  or  ftuther  complications.  Even 
when  the  appropriate  nerves  are  cut,  some  children  experience 
sensory  abnormalities,  such  as  numbness  or  tingling  in  some 
areas  of  the  body.  Sometimes,  SDR  seems  to  cause  permanent 
weakness  or  reduced  function. 

Tile  surgery 

Before  surgery,  a child  receives  a general  anesthesia,  which 
makes  him  or  her  unconscious  for  the  entire  procedure.  An 
anesthesiologist  will  monitor  the  child’s  bodily  functions  dur- 
ing the  surgery. 

The  neurosurgeon  begins  by  creating  several  small  openings  in 
the  protective  bone  around  the  spinal  column  at  different  levels. 
Using  a microscope,  the  surgeon  can  now  see  the  motor  nerve 
fibers,  which  originated  in  the  brain,  and  exit  the  spinal  cord,  at 
different  levels,  to  ccxrtrol  movements  of  muscles  and  tendons  in 
thehi^le^,  knees,  ankles  and  feet  The  surgeon  also  has  access 
to  the  sensory  nerve  fibers  that  relay  messages  from  the  muscles 
and  tendons,  throu^  the  spinal  cord,  to  the  brain. 

To  reduce  spasticity,  the  neurosurgeon  wiQ  cut  some  of  the 
tiny  rootlets  that  make  up  each  sensory  nerve  fiber.  Rootlets 
of  motor  nerves  will  not  be  cut,  because  this  would  prevent 
the  muscles  fix>m  receiving  messages  from  the  brain,  leaving 
them  with  no  tone — soft  and  unresponsive.  It  is  unclear  why 
cutting  sensory  nerve  rootlets  decreases  spasticity,  but  doc- 
tors believe  that  decreasing  the  number  of  messages  being 
sent  fix)m  the  muscles  to  the  brain  causes  the  muscle  tone 
control  system  to  work  more  effectively. 

The  surgeon  goes  through  a careful  and  time-consuming 
process  of  applying  electrical  stimulation  to  tire  sensory  nerve 
rootlets — one-by-one.  By  watching  the  way  the  muscle  tone 
responds  to  this  electrical  stimulation,  the  surgeon  can  deter- 
mine which  rootlets  seem  to  be  associated  with  increased 
spasticity;  those  rootlets  are  cut 

The  surgical  procedure  may  take  four  to  eight  hours,  even 
as  long  as  12  hours.  It  is  a lengthy  procedure  because  the  team 
must  take  the  time  to  be  certain  they  are  in  the  correct  areas 
of  the  spinal  cord.  Then  they  must  check  each  tiny  sensory 
nerve  rootlet  to  decide  whether  or  not  to  cut  it 

After  the  surgery 

For  the  first  tlrree  or  four  days  after  the  operation,  the  child  is 
confined  to  bed,  lying  on  his  or  her  stomach.  The  child  will  Ix" 
sleepy  and  feel  weak,  especially  in  his  or  her  legs.  The  child 
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will  have  a long  bandage  on  his  or  her  back  and  is  likely  to 
experience  considerable  pain  and  discomfort  Doctors  will 
prescribe  pain  medications.  The  child  may  feel  nauseous  or 
vomit;  these  problems  are  also  treated  by  medication. 

About  10  days  after  surgery,  the  stitches  will  be  taken  out  of 
the  child’s  back.  After  that,  he  or  she  will  probably  be  able  to  be 
transported  in  a wheelchair. 

In  general,  for  the  first  four  weeks,  the  child  will  receive 
physical  therspy  for  up  to  two  hours  a day,  five  days  a week.  If 
the  child  has  upper  limb  difficulties,  he  or  she  will  also  receive 
regular  occupational  therspy. 

The  child  wiQ  be  able  to  start  physical  therapy  while  still  in 
bed,  four  to  five  days  after  surgery.  However,  for  three  to  four 
weeks,  he  or  she  will  continue  to  be  wealc  and  unable  to  tolerate 
sudden  movements.  As  a result,  the  child  will  not  be  able  to  trav- 
el, and  usually  stays  in  a rehabilitation  center,  or  in  (or  near)  the 
hospital  where  the  intensive  therapy  program  will  take  place. 

After  the  first  month,  the  child  can  return  home  and  attend 
school.  Physical  therapy — ^usually  one  hour  a day,  four  or  five 
days  a week — ^wQl  continue  for  five  months.  Then  the  child 
will  continue  physical  therapy  on  a more  typical  schedule  of 
one  to  tliree  hours  a week. 

Over  a period  of  three  to  six  months,  the  child  can  be 
expected  to  gradually  recover  the  abilities  he  or  she  had 
before  surgery,  and  then  begin  to  improve  on  these  abilities. 
Some  children  make  gains  over  their  pre-surgery  levels  just 
three  months  after  surgery.  However,  these  gains  may  not  last; 
some  children  do  not  seem  to  rriaintain  their  improved  func- 
tional abilities  over  a period  of  years,  even  though  their  spas- 
ticity remains  decreased. 


Results? 

Not  all  children  improve  after  SDR  Some  even  lose  ground. 
Although  clinicians  know  that  children  with  spastic  diplegia  are 
more  likely  to  inprove  than  children  with  spastic  quadriplegia, 
they  cannot  predict  which  individual  children  will  improve. 

When  improvement  occurs,  it  may  be  different  for  each 
child.  FoUowing  SDR,  children  with  spastic  diplegia  niay  be 
able  to  stand  with  their  feet  flat  on  the  floor,  they  may : Iso 
make  gains  in  walking,  climbing  stairs  or  self-care  tasks.  Some 
people  even  report  improvement  in  skills  that  include  upper 
body  movements — ^probably  related  to  an  improvement  in 
overall  balance  and  stability.  Children  with  spastic  quadriplegia 
may  improve  in  sitting  or  in  their  ability  to  transfer  fix>m  one 
seated  position  to  another.  They  may  also  improve  in  ‘ elfcare 
skills  and  be  less  dependent  on  the  assistance  of  otheis. 

Cautions 

SDR  usually  decreases  spasticity.  However,  functional  abilities 
(abilities  to  perform  day-to-day  tasks)  do  not  always  improve, 
even  with  less  spasticity. 

Some  experts  believe  that  improvements  noted  in  some  chil- 
dien  foUowing  SDR  may  not  lesult  from  the  surgery.  Rather, 
these  improvements  may  be  the  result  of  the  intensive  therapy 
following  the  siugeiy  and/or  other  factors  such  as  develqpmental 
changes  (changes  that,  would  have  taken  place  anyway,  as  the 

T09 


child  matured)  or  expectatioris  of  improvement  that  lead  the 
pai'ents  and/or  the  child  to  have  incieased  motivation  and  to 
make  greater  efforts  to  meet  therapeutic  goals. 

When  children  do  not  receive  intensive  physical  therg^y  fol- 
lowing SDR,  they  are  much  less  likely  to  improve.  This  seems  to 
demonstrate  that  the  therapy  is  essential,  however,  it  does  not 
prove  the  surgery  is  necessary.  Some  experts  believe  that  less 
complicated  procedures,  such  as  certain  orthopedic  surgeries, 
can  bring  about  similar  improvements  in  standing  or  walking. 

A recent  fact  sheet  on  SDR  from  the  United  Cerebral  Palsy 
Research  and  Education  Foundation  states,  . .there  is  still 
debate  as  to  whether  the  long-term  benefits  of  the  procedure 
justify  the  risks,  cost  and  expenditure  of  family  resources.  At 
this  lime,  the  available  data  indicate  that  SDR  decreases  mus- 
cle tone  (spasticity),  however,  there  are  inadequate  data  to 
support  or  reject  the  usefulness  of  selective  rhizotomy  to 
improve  long-term  function. . 

Research  in  progress 

Three  current  research  studies  are  attempting  to  determine 
whether  SDR  is  critical  to  functional  improvements.  These 
studies  will  compare  the  improvement  between  children  who 
receive  both  SDR  and  the  intensive  therapy,  and  similar  chil- 
dren who  receive  the  intensive  therzpy  without  the  surgery. 
The  results  of  these  important  research  projects  will  be  report- 


ed over  the  next  two  years. 

Other  current  research  shows  that  the  use  of  small  amounts 
of  botulinum  toxin  may  decrease  the  ^asticity  of  some  muscles 
for  as  long  as  four  to  six  months.  A medication,  baclofen,  can  be 
safely  administered  into  the  • , inal  fluid.  This  research  offers 
hope  that  spasticity  reduction  may  someday  become  possible 
without  surgery.  EP  — S.D.K. 

The  folknoivg  medical  expats  cmUributed  their  expedience  and 
wisdmn  to  this  article.  All  are  membas  of  the  American 
Academy  fin'  Caetnxd  Palsy  a nd  Developmental  Medicine. 

• Murray  Golostfin,  D.O.,  Medical  Diieckn;  United  Caehml 
Palsy  Research  & Education  Foundation,  Washbigton,  DC. 

• John  F,  McLAUGtnjN,  M.D.,  Ptvfessor  of  Pediatrics, 

University  of  Washington  School  of  Medicine;  Dlrectcn; 
N(urodevdopmentalPtvgdum,  Children's  Hospital  and 
Medical  Center]  Seattle,  WA;  Pnncipal  Investigator,  'Selective 
Dorsal  Rhizotomy:  Effects  in  Cerebral  Palsy,  ” a five-year 
research  study  fudided  by  the  National  Institute  of  Neurologic 
Disease  and  Stroke  of  the  National  Institutes  of  Health. 

• Pt:rt:R  Rosenrmim,  M.D.,  Professor'  of  Pediatrics,  Faculty  of 
Health  Sciences,  McMaster  University;  Investigator] 
Neurvdevdopmental  Qinical  Research  Unit,  Chedoke-McMaster' 
Hospitals,  Hamilton,  ON,  Canada;  "National  Health  Scientist," 
arr  arvard  to  orjUstarrdirrg  researchers  funded  by  Health  Canada. 
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(Childrens  Spcciali/jcd  Hospital  is  dedicated  exclusively  to 
serving  the  special  needs  of  children  and  adolescents. 

• Child  Study  Team 

• Learning  Disabilities 

• Attention  Deficit  Disorder 

• Early  Intervention  / Pre  School 

• Speech  and  Hearing 


• FSychological  Services 

• Rehab  Technology 


u 


Chiidreifs 
Specialized 
Hospital 


MOl'NTAINSIDE  • FANWtX)D  • TOMS  RIVKR 
h»r  intbriiuiion  «n  North  JerH'V  vail  (908)  233-3720  fm.  8439 
hir  infoniudon  in  CciUrul  arxl  South  Jersey  cull  (908)  914-1100  K\t.706 

Chiliircn's  Specialised  Hospital  uas  among  S of  the  muon's  hospitals  last  year 
avv^rdol  "Accitditat  ton  with  Cornmendation''  — the  highest  distincltonawartled 
by  the  Joint  Commission  on  Accreditation  of  Heailhcaie  Organw!atiuns. 
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• Occupational  Therapy 

• Physical  Therapy 

• Cognitive  Rcrncdiatio:i 

• Day  Hospital 

• Recreational  Therapy 

• Augmentative  Communication/ 
Computer  Evaluation 

• Nutritional  Counseling 
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by  David  Hirsch,  M.D. 

Rhizotomy? 

QOur  six-year-old  son  has  a form  of 
cerebral  palsy  called  spastic 
diplegia;  that  is,  he  has  severe 
increased  muscle  tone  (spasticity)  in 
his  lower  extremities.  He  has  mild 
developmental  delays,  but  no  other 
neurological  problems.  He  does  not 
have  contractures  (abnormal  shortening 
of  a muscle  due  to  increased  tone,  usu- 
ally resulting  in  joints  remaining  in  a 
flexed  positicm),  and  he  has  not  required 
any  OTthc^)edic  pitx:eduies  so  for 
He  is  walking  with  the  heto  of  a walk^ 
but  it  is  a considerable  effort  In  feet,  it 
fiustrates  him  to  the  point  v/here  he 
would  rather  not  use  the  walker.  He 
receives  physical  and  occiqjational  ther- 
apies, which  have  been  helpful. 

Our  pediatrician  has  suggested  that, 
he  be  evaluated  for  a rhizotomy  proce- 
dure. I have  heard  good  and  bad  things 
about  this  surgery.  What  do  you  think? 
Are  there  any  other  options  available? 

A The  purpose  of  any  therapy  or 
surgical  procedure  for  spasticity 
should  be  to  improve  the  quality  of 
life  and  self  care.  Selective  dorsal  rhi- 
zotomy (SDR)  is  a surgical  procedure 
that  has  been  used  for  many  years  to 
relieve  spasticity  of  the  lower  extremi- 
ties. In  the  last  15  years  or  so,  there 
has  been  improvement  in  the  tech- 
nique, leading  to  more  successful 
results.  Increasingly,  doctors  are  giv- 
ing more  thought  to  selecting  the  best 
candidates  for  the  procedure,  so  the 
surgery  will  be  done  only  on  children 
who  seem  likely  to  benefit.  This  has 
also  resulted  in  better  overall  results. 

Based  on  your  son's  lack  of  other 
neurological  or  orthopedic  complica- 
tions, along  with  his  and  your  motiva- 
tion, your  son  may  be  a good  candi- 
date to  be  considered  for  SDR. 

If  the  procedure  is  done  by  an  ex])e- 
rienced  team  of  physicians  and  thera- 
pists, and  considoPcUrle  caix'  Ls  taken 
from  candidate  selec'tion  through  fol- 
low-up, few  complications  ^icaUy 
occur.  However,  short-term  problems 
with  pain,  urinaiy  retention  and  sensory 


loss  (from  irritation  or  damage  to  the 
sensory  nerve  roots  during  the  proce- 
dure) are  not  uncommoa  Some  recent 
studies  also  sugg,^  the  possibility  of 
later  complications  such  as  decreasing 
range  of  muscle  movement  and  hip  dis- 
location; a small  percentage  of  SDR 
patients  will  need  additional  orthope- 
dic procedures  sometime  later. 

My  patients  who  have  had  SDR  fol- 
lowed by  intensive  physical  therapy, 
typically  have  had  good  results  in 
terms  of  improvement  in  motor  and 
self-help  activities  such  as  walking, 
toileting  and  traiisferring  position. 

Other  treatment  options 

• Physical  thempy—Ag^:es^e  stretch- 
ing of  tight  muscles  at  involved  joints  is 
another  cation  for  the  treatment  of 
^jastic  diplegia.  The  goal  is  to  increase 
range  of  motion  and  subsequent  mobili- 
ty. As  the  child  progresses,  his  or  her 
physical  thers^y  will  focus  on  muscle 
strengthening,  gait  training  (improving 
the  walking  pattern)  and,  when  appro- 
priate, the  use  of  adaptive  equipment 

In  range  of  motion  exercises,  done 
by  or  under  the  direction  of  a physical 
therapist,  an  adult  moves  one  of  the 
child’s  limbs,  usually  across  a joint,  in 
a repetitious  and  careful  manner. 

Done  properly,  and  often  enough, 
range  of  motion  procedures  can 
significantly  reduce  the  occurrence  of 
complications  such  as  contractures. 
Range  of  motion  procedures  are  usu- 
ally done  in  conjunction  with  the  fol- 
lowing treatment  options: 

• Sej'iai  casting — In  serial  castirtg,  casts 
are  used  to  reposition  a joint  or  extremi- 
ty. The  first  cast  applied  is  intended  to 
move  the  joint  a certain  amount  It  is 
left  on  for  a period  of  time — usually  one 
to  four  weeks.  Then,  tl^t  cast  is 
removed,  and  another  cast — ^which 
moves  the  joint  or  extremity'  even  closer 
to  tlie  normal  position-^  applied.  This 
continues  until  the  position  of  the  joint 
or  extremity  has  been  alteieil. 

• Neianmuscuktr  eUrtnivl  stimulation 
(NMES)  is  a newer  proc'ixiure  that  has 
been  used  in  conjunction  with  an 
aggressive,  task-oriented  physical  ther- 
apy program,  hi  NMES,  very  weak 
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electrical  cuirents  are  used  to  stimu- 
late certain  muscles.  Initial  results  on 
some  patients  show  promising  results, 
but  more  study  needs  to  be  done. 

• Oiihopedic  procedures  for  the  treat- 
ment of  spastic  cerebral  palsy  have 
been  done  for  some  time  and  are  well 
established.  For  example,  children 
with  cerebral  palsy  may  walk  on  their 
toes  because  of  tight  heel  cords. 

When  less  invasive  procedures  such 
as  splinting,  bracing  and/or  physical 
therapy  liave  not  relieved  this  problem, 
a surgical  procedure  may  be  done  to 
lengthen  the  tendons  in  the  child’s 
heels.  More  recently,  SDR  and  ortho- 
pedic procedures  have  been  used  to 
compliment  each  other  i.  'he  treat- 
ment of  spastic  cerebral  palsy. 

• Phamiacological  treatment  (irwd- 
imtijons)  may  also  be  helpful.  Most 
commonly  used  medications  consist 
of  benzodiazepines  such  Valium  and 
TVanxene.  Commonly  used  to  treat 
anxiety,  they  also  have  the  effect  of 
decreasing  muscle  tone. 

Dantrolene,  a skeletal  muscle  relax- 
ant, has  a slightly  different  method  of 
c''tion.  At  this  point,  it  lias  been  used 
only  in  adults;  like  the  benzodiazepines, 
it  may  cause  excessive  sedatioa 

One  other  medication,  called 
Lioresal  (baclofen),  may  be  taken 
orally  or  intrathecally  (administered 
directly  around  the  appropriate  area 
of  the  spinal  cord).  Researchers  are 
currently  studying  the  effectiveness  of 
using  this  drug  in  this  manner  for  the 
treatment  of  :qpastic  cerebral  pai^.  EP 
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This  Doctor’s  Point  of  View 

Knowledge  and  emotion  go  hand-in-hand 


In  December  1994, 1 spoke  to  a g7vup  of  physicians  at  the 
Schneide)'  Children's  Hospital  of  the  Lo7ig  Island  Jewish 
Medical  Center  about  (xmmunicating  difficult  neivs  to  parents. 
Aftet'  the  talk,  Arthur  Weber,  an  orthopedic  spinal  surgeon, 
appyoached  me  to  “corf ess"  that  he  sometimes  cried  with 
parents  about  a child's  complicated^  medical  needs.  A bit 
embarrassed,  he  joked  that  his  physical  size  and  manner 
made  everyone  think  he  was  a “tough  guy. " Dr.  Weber  told 
me  he  had  never  discussed  these  emotional  reactions  with 
his  colleagues  or  students. 

I encouraged  Dr.  Weber  to  share  his  experiences  with 
the  readers  of  Exceptional  Parent.  In  all  the  years  I have 
been  teaching  professionals  about  communicating  ivith 
parents,  no  one  had  ever^  asked  me  about  professionals 
sharing  their  sadness  through  crying.  I felt  that  both 


parents  and  professionals  needed  to  hear  about  physi- 
cians' feelings. 

At  the  end  of  June,  Dr.  Weber  faxed  a first  draft  of  an 
essay.  I called  to  tell  him  we  wanted  to  publish  it,  and, 
because  he  had  not  directly  addressed  crying,  I asked  him 
to  write  a few  more  paragraphs. 

On  the  evening  of  July  3,  Dr.  Weber  operated  on  a patient 
until  late  in  the  evening.  The  next  day.  Dr.  Weber  suffered  a 
fatal,  heart  attack.  Parts  of  this  ury  lnished  essay  were  revid 
at  his  funeral.  Dr.  Weber  had  spoken  to  his  friends  and  col- 
leagues about  his  essay — he'd  described  looking  fonvairi  to 
its  publication  urith  pride.  Sadly,  Dr.  Weber  will  not  be  able 
to  participate  in  the  discussions  his  essay  will  stimulate. 
But  these  discussions  wiU  seyve  to  honor  his  memory. 

—S.D.K. 


by  Arthur  H,  Weber 

My  life  ay  a doctor  began  with  an 
internship  on  the  cold 
windswept  shores  of  the  Bay  of 
Fundy  in  the  city  of  St.  John's,  New 
Brunswick, 

As  ine5q)erienced  as  I was,  I loved 
those  first  few  months.  I ^nt  much  of 
my  time  caring  for  adults  Most  ii\juries 
were  repaired  and  most  of  the  sick  were 
either  cured  or  went  on  to  live  out  life’s 
natural  cycle.  Although  it  is  sad  when 
older  peqple  die,  it  usually  is  not  surpris- 
ing, and  can  sometimes  be  a welcome 
relief  from  continued  suffering.  And 
besides,  I was  a witness  to  beginnings  as 
well  as  endings.  I delivered  many  babies; 
my  life  was  full  of  flowers,  chocolates  and 
parties.  Medicine  was  wonderful — it  was 
everything  I had  expected  it  would  be. 

The  third  rotation  of  my  internship 
involved  training  in  pediatrics.  I began 
working  with  children  who  had  many  dif- 
ferent illnesses — everything  from  severe 
fever  and  upper  respiratory  infection  to 
gastrointestinal  illnesses.  I got  tlreir  flues, 
sometimes  Ureir  fevers  and  even  their 
diarrhea  But  I was  healthy  and  strung, 
and  I could  still  function  as  a doctor. 
After  a while,  I became  immune  to  their 
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contagious  illnesses. 

During  the  next  few  weeks,  I was 
exposed  to  two  different  categories  of 
drildren— those  with  congenital  disorders, 
who  had  lifelong  structural  problems, 
and  those  with  Itfe^hreaterung  problems, 
such  as  cancer  and  leukemia  These 


This  patient  (left),  a young  man  with  Down 
syndrome,  wanted  to  give  surgeon  Arthur 
Weber  a kiss. 


children,  especially  Uiose  in  the  latter 
c*ategory,  left  indelible  impressions  that 
have  molded  my  medical  career. 
Children  with  terminal  illnesses  were 
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brought  to  the  hospital  to  live  out  the  last 
days  of  their  livea  The  hospital  took  basic 
measures  to  make  these  days  more  bear- 
able— ^we  cooled  their  fevers,  replaced 
their  fluids,  fed  them  and  rendered  tire 
necessary  supporth^e  care.  These  tasks 
were  ea^  to  learn.  The  harder  lessons 
came  not  finom  doctors  or  nurses  but  finom 
parents.  Parents  with  no  medical  knowl- 
edge diowed  an  instinctual  caririg  that 
went  beyond  medical  treatment;  I discov- 
ered there  was  no  substitute  for  their 
comforting  caresses  and  voices. 

Families  shared  their  sufferiirg  with 
dignity.  When  a child  became  weaker 
and  more  feverish,  the  bonds  between 
child  and  parent  tightened — ^almost  as 
those  bonds  could  keep  the  inevitable 
bay.  Parents  held  their  children  in  their 
arms  as  long  as  they  could,  walking 
back  and  forth  along  the  long,  dimly  lit 
corridors  of  the  hospital. 

The  frustration  I felt  as  a physician 
was  agonizing;  I could  not  intervene  in 
this  suffering.  My  helplessness  angered 
me,  but  I learned  a great  deal  about 
love,  hope  and  human  interaction. 

The  days  of  that  third  rotation  are 
now  far  behind  me,  but  its  lessons 
remain  important.  As  a spinal  surgeon 
I am  often  called  upon  to  deal  with 
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children  who  have  mul- 
tiple disabilities.  The 
most  challenging  are  the 
childrei  . who  require 
constant,  unrelenting 
i'cxre.  Tlieir  pai  ents  ask 
n\e  to  help  them  make 
their  children’s  lives  ai\ 
iota  better. 

Seemingly  small 
( hanges,  such  as  helping 
diildren  sit  up  indepen- 
dently, can  be  quite 
significant  Sitting  up  on  their  own,  chil- 
dren eat  and  digest  their  foods  better 
They  see  the  world  differently,  if  they 
can  see.  Theii'  hips  do  not  dislocate. 
Their  incontinence  becomes  more  man- 
ageable. Their  pressure  sores  become 
lare.  Their  breathing  and  pulmonary' 
care  improve,  and  their  persistent  upper 
respiratory  infections  decrease. 

I used  to  worrder  why  the  parents  of 
these  children  didn’t  just  quit,  let  go, 
stop  treatment.  Tl\en  I became  a parent 
myself,  ai\d  I began  to  understand 


things  not  only  academi- 
cally, but  within  my 
soul  As  a physician  I 
had  been  knowledge- 
able; as  a parent,  I 
gained  understanding. 

This  understanding  has 
often  proved  crucial  For 
instance,  spinal  surgery 
and  recovery  are  ardu- 
ous, so  I do  everything  I 
can  to  assist  families  as 
they  make  decisions 
about  surgical  procedures.  I help  them 
consider  whether  the  benefit  of  treatment 
will  outweigh  the  risks  and  difficulties.  I 
help  them  ask  the  necessary  questions: 
Does  the  child  really  need  this  operation? 
What  would  be  the  consequences  of 
doing  nothing?  What  are  the  chances  of 
bringing  this  child  through  from  surgery 
to  recovery?  Hours  of  reflection  and  plan- 
riirig  rriay  go  iirto  each  case  as  we  try  to 
foresee  potential  problems  and  head  them 
off  before  they  occur 
I never  operate  without  exploring  all 


possible  consequences  of  surgery.  As  a 
surgeon,  I actively  live  thrcr.'^i  each 
operation,  and  do  not  feel  well  until  my 
patient  does.  Being  entrusted  with  a 
cliild’s  care  is  a special  mission—a  mis- 
sion on  which  I have  been  grateful  for 
the  company  of  the  children’s  excep- 
tional parents.  EP 

Aiilmr  H.  Weber  lived  in  Mill  Neck,  Neiv 
Ywk  vuith  his  'ivife  of  19  years,  Valetie 
Webe>\  a physical  thempist.  Dr,  Wehei\  a 
phys'ician  and  su  rgeon,  specialized  in 
spinal  disorders,  yeconstnictive  spine 
surgery  and  spinal  trauma.  In  addition 
to  his  private  ptactice,  he  vxis  an  assis- 
tant dinical  professor  at  the  Albert 
Einstein  College  of  Medicine,  He  also 
taught  at  the  State  Univetsity  at  Stony 
Brook,  Neiv  Ycnk  Hospiial/Comell 
Medical  Center  and  Lang  Istand  Jeunsh 
Medical  Centei:  He  published  in  seveml 
medical  journals  and  was  a diplomat  of 
the  American  Board  of  Otlhopedic 
Swgety.  He  suffered  a fatal  heaH  attack 
an  July  4,  W95,  He  was  52. 


Dr.  Arthur  Weber  with  patient 
Barbara  Rupp.  Barbara,  12,  has 
undergone  14  spinai  surgeries. 
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WeatherBreaker" 

collapsible  canopy  for  M=L  wheelchairs  and  strollers. 


“Hey  A1c>m  I'm  "Ready  To  (To  Outside! 

The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So.  when  there’s  no  break  In  the  weathe-.  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 

And,  for  keeping  legs  and  feet  dry,  nothing  beats  The  GunnySack, 
lap,  leg,  and  feet  cover ..  for  the  one  you  love!  Contact  your 
local  medical  supplies  dealer,  or  call: 

800-795-2392 

rDIESTCO  Mfg.  Co  .,  P.O.  Box  6504,  Chico.  CA  95927 
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A Epilepsy  Foundation  1 
1 of  America,  j 


4351  Garden  City  Drive  i 

Suite  500  i 

Landover,  MD  20785  1 
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(301)  459-3700  or 

(301)  577-9050  (FAX)  ! 
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□ YES,  please  enroll  me  as  a full  member  of  EFA.  I am  paying  my  first  years’ 
dues  of  $20.00  by; 

□ Check  Enclosed  (U.S.  Funds  only) 

U Please  charge  my:  □ VISA  □ MasterCard  □ American  Express 

Card  No, Exp.  Date  
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Understanding  Enuresis 


The  development  of  bladder  control  is  a process  that  typi- 
cally occius  over  several  years.  Bladder  control  develop- 
ment varies  quite  normally  in  individual  children. 
However,  between  one  and  two  years,  children  usually  become 
gradually  aware  of  the  sensation  of  a full  bladder.  By  three 
years  of  age,  most  cliildren  arc  able  to  tense  the  muscles  of  the 
pelvic  floor  and  “hold”  urine  for  prolonged  periods. 

Our  culture  places  mu<’h  attention  on  how  and  when  a child 
gains  bladder  and  bowel  control.  It  is  not  surprising,  therefore, 
that  family  distress  often  results  when  this  control  does  not 
occur.  Daytime  wetting  (diurnal  enuresis)  and  bedwetting  (noc- 
turnal enuresis)  are  quite  commoa  “Enuresis”  can  be  defined 
as  the  “involuntary  dischax^ge  of  urine  by  day  or  night  (or  both), 
in  a child  aged  five  years  or  older,  in  the  absence  of  congenital 
or  acquired  defects  of  the  nervous  system  or  urinary  tract”  If  a 
child  has  never  been  dry  for  a significant  period,  he  or  she  is 
considered  to  have  “primary  enuresis.”  “Secondary  enuresis” 
refers  to  loss  of  bladder  control  in  a child  who  is  at  least  four 
years  old,  after  he  or  she  has  been  dry  for  a significant  period. 

Nocturnal  enuresis:  Who  is  affected? 

Nocturnal  enuresis  has  been  defined  as  ranging  from  one  wet 
episode  a month  to  seven  or  more  a week.  Based  on  an  aver- 
age of  two  wet  niglits  per  week,  it  is  estimated  that  the  niun- 
ber  of  children  affected  arc:  15-20  percent  of  five-year-olds, 
seven  percent  of  seven-year-olds,  five  percent  of  10-year -olds, 
two  to  three  percent  of  12-  to  14-year-olds  and  one  to  two  per- 
cent of  15-year-olds.  In  older  age  groups,  enurcsis  can  be 
extremely  stressful  and  socially  disruptive.  A person's  ability 
to  make  changes  in  his  or  her  life,  such  as  starting  college  or 
getting  married,  is  often  inhibited  by  enuresis. 

Contributing  hictois 

A niuuber  of  factors  may  contribute  to  enuresis.  For  exam- 
ple, genetic  factors  may  play  a role.  A family  history  of 
.enuresis  is  quite  common,  and  one  study  foimd  that  identical 
twdns  were  almost  twice  as  likely  as  non-identical  twins  to 
both  have  noctiunal  enuresis. 

In  children  younger  than  five,  delayed  maturation  may  con- 
tribute to  slower  development  of  bladder  control.  A stressftil  life 
event  can  also  contribute  to  tlie  occurrence  of  enuresis.  A small 
fimctional  bkrdder  capacity  is  often  another  contributing  factor. 

Constipation  and  sleep  apnea  an^  physical  problems  that 
may  contribute  to  nocturnal  eniu-esis.  Chronic  constipation 
ciui  initate  the  bladder,  which  results  in  frequent  luination. 
Sleep  apnea— periods  of  non-breathing 
during  sleep — decreases  oxygen  levels. 

This  may  make  a child  les  > responsive  to 
the  sensjition  of  a full  bJ  iddei;  mid  less 
likely  to  wake  up  when  he  or  she  needs 
to  urinate. 

The  presence  of  a urinary  trad  infec- 
tion (UTI)  should  be  ruled  out  before 


beginning  any  treatment  for  enuresis.  Approximately  five  per- 
cent of  girls  and  two  to  three  percent  of  boys  wifi  have  a UTI 
at  some  point  during  childhood. 

Dialling  myths 

Enuresis  can  have  a dama^g  effect  on  parent-child  relation- 
ships and  a child’s  relationships  with  peers.  These  damaged 
relationships  may  further  lessen  a child’s  self-esteem.  This 
niakes  it  especially  important  to  dispel  myths  about  the  causes 
and  prevention  of  enuresis. 

Contrary  to  some  misguided  beliefs,  bedwetting  is  not  delib- 
erate or  controllable.  Restricting  fluids  will  not  help  a child 
develop  bladder  control.  Shaming  and  rejecting  the  child  does 
not  stop  bedwetting,  but  it  does  increase  the  child’s  anxiety  and 
lower  self-esteem. 

Medicatitm 

Medication  is  one  treatment  option.  According  to  the  Enuresis 
Resource  and  Information  Centre  (United  Kingdom),  two  main 
types  of  drugs  are  prescribed  for  bedwetting — ^antidiuretic  hor- 
mone (ADH)  and  tricyclic  antidepressants. 

Studies  have  shown  that  some  children  v/bo  wet  the  bed  pro- 
duce less  ADH  than  children  who  do  not  wet  the  bed  ADH  is  avail- 
able by  prescription  in  the  form  of  Desmopressin,  a nasal  spray. 
This  medicaticai  decreases  the  amount  of  urine  output  at  night 
Desmopressin  has  an  almost  immediate  effect  lasting  five  to  nine 
hours,  and  has  a success  rate  of  a{^roximately  70  percent 

Tricyclic  antidepressants,  such  as  imipramine  (Tbfranil),  arc 
thought  to  relax  the  bladder  (detrussor)  muscles,  allowing  the 
bladder  to  hold  more  fluid  before  contracting.  Antidepressant 
dnigs  can  take  up  to  a week  to  take  effect;  possible  side  effects 
include  irritability,  loss  of  appetite,  headaches  and  constipation. 
Like  all  medi(‘ations,  drugs  given  for  enuresis  should  be  stored 
safely  out  of  the  reacth  of  children. 

If  your  child  has  enuresis,  yoiu-  physician  can  tell  you  about 
I the  most  recent  medic^ons  available,  and  how  they  might  be 
I used  in  your  child’s  case.  It  is  important  to  remember  that  med- 
j ications  alleviate — rather  tlran  cure — nocturnal  enuresis.  Once 
I medication  is  stopped,  bedwetting  often  recurs.  EP 

j lit  is  a }iicle  was  ado pted  fiwn  tiw  a )i tries  prwkmslt/ 

I imblishrd  in  TuE  ImntMER,  the  newsletter  of  The  Simon 
Foundation  for  Continemr.  For  a fee  ittformalion  packet, 
contact  The  Simon  Foundation,  P.O.  BarSSS,  Wilmette,  IL 
(mm;  (800)  237-4666,  (708)  864-9758  (fax). 
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Enin^  A Giikb  to  Ihs  TreatmeM  of  &HR«iis  itor  ProfBssionalt  is  now 

available  exclusively  through  the  Simon  Foundation  for  Continence.  This  guide  Is 
edited  by  Penny  Dobson,  R.N.,  executive  director  of  the  Enuresis  Resource  and 
Information  Centre  in  ^land.  The  guide  includes  cfiapters  on  assessment  treat- 
ment methods,  choosing  a treatment  program,  dealing  with  relapse  and  advising 
the  older  child  and  adutt  Although  written  for  the  professional,  the  readable  style 
makes  this  book  understandable  and  useful  to  the  layperson  as  well,  The  book 
costs  $24.95  and  can  be  ordered  directly  front  the  Simon  Foundation,  P.O.  Box 
83$,MlfnetlD.L  60001. 


Most  parents  of  bed  wetters  think  there 

IS  VERY  LITTLE  THEY  CAN  DO  TO  HELP. 


Some  3 million  children,  10%  of  all  kids  between 
5 and  10,  wet  the  bed  twice  a week  or  more.  If  your 
child  is  in  school,  chances  are  at  least  two  of  his 
classmates  are  in  the  same  leaky  boat.  No  child 
should  ever  feel  alone  with  this  problem.  But,  of 
course,  they  do 

The  good  news;  More  is  known  than  ever  before 
that  can  help.  Once,  the  only  sure  cure  was  time. 
99.9%  of  our  children  leave  this  problem  in  the  dust 
as  they  grow.  And  now  there  are  some  new  ways 
to  give  time  a hand. 

THE  BEST  BEGINNING 

For  starters,  pediatricians  know  a lot  more 
about  the  causes  of  “enuresis”  (that’s  the  official 
medical  name  for  it)  than  they  used  to. 

Doctors  today  deal  with  this  problem  all  the 
time.  They  have  new  techniques  and  sometimes 
medicines  that  can  help  manage  bed-wetting,  if  not 
eliminate  it  altogether. 

And  now  (finally!),  there  are  pants  you  can 
buy  that  can  make  a real  difference  at  your  house, 
every  night  and  every  morning.  Your  child  will 
still  wet.  Ele  can’t  help  it.  But  from  now  on,  that 
doesn’t  have  to  mean  he  has  to  wet  the  bed. 

TOMORROW  CAN  BE:  DIFFERENT 

The  makers  of  Pull-Ups  training  pants  have 
invented  the  first  and  only  disposable  underpants 
for  larger  children,  45  to  85+  pounds. 

Pull-Ups  GoodNites  disposable  absorbent 
underpants  eliminate  the  rubber  sheets  and  the 
laundry  and  much  of  the  stress  that  make  nighttime 
accidents  into  a bigger  deal  than  they  really  are, 
and  make  our  children  feel  small.  Smaller  than  they 
really  are. 

GoodNites  look  a lot  like  plain  white  under- 
pants. except  slightly  thicker.  They  come  in  two 
sizes  and  even  have  a label  in  the  back.  The  trim  fit 
helps  GoodNites  underpants  vanish  discreetly 
tinder  pajamas,  while  the  super  absorbent  middle 
is  ready,  just  in  case.  In  every  detail,  the  GoodNites 


people  have  done  everything  possible  to  make  these 
absorbent  underpants  respect  our  kids  like  the 
grown-ups  they  soon  will  be. 

the:  way  things  should  be: 

If  yours  is  already  a GoodNites  family,  there’s 
some  good  news  for  you,  too.  GoodNites  are  now 
even  more  absorbent  than  before. 

If  GoodNites  underpants  are  new  to  you,  now  is 
the  time  to  try  them.  You  will  rejoice  that  you  did. 

GoodNites  are  not  a miracle,  but  there’s  noth- 
ing like  them.  They  help  families  keep  bed-wetting 
in  perspective.  They  help  make  dry  mornings,  in 
crisp  clean  sheets,  routine.  And  make  sleep-overs 
and  other  normal,  healthy  everyday  kid  things 
routine,  too.  The  way  they  should  be. 

THE  GOODNITES  GUlDEiS 

GoodNites  underpants  were  developed  with  the 
help  of  pediatricians  and  other  childhood  specialists. 
You'll  find  much  of  their  good  advice  in  these  little 
booklets.  One  is  ivritten  for  parents.  The  other  is  for 
your  child.  For  copies,  please  send  $ 1 for  postage 
and  handling  to:  GoodNites  Guides,  P.O.  Box  JJ65, 
Maple  Plain,  MN  ^^592. 
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Food  for  Thought 

Helping  your  child  on  a special  diet  eat  right 


by  Marsha  Magol 

Persuading  a child  to  eat  different  and  nutritious  foods, 
whether  or  not  the  dtild  has  special  health  caj’e  needs, 
can  be  an  exhausting  and  frustrating  experience. 
However,  you  can  help  your  child  develop  positive  attitudes 
about  nutritious  foods. 

Children  learn  best  by  example.  Remember,  your  child  wants 
to  be  like  you.  If  the  child  sees  you  eating  more  salads,  fruits 
and  vegetables,  he  or  she  may  want  to  do  the  same. 

Listening  to  our  kids 

My  bright,  six-year-old  son,  Jeffrey,  has  phenylketonuria  (PKLT), 
a metabolic  disease  that  requires  him  to  follow  a low-protein 
diet  regimen.  This  means  plenty  of  substitutions  when  his 
friends  may  be  eating  *Tiinner”  food.  When  a special  diet  is  a 
life-long  requirement,  it  is  important  that  children  develop  a 
sense  of  responsibility  for  what  they  eat  At  the  same  time,  it  is 
impoitant  to  allow  them  to  express  their  feelings  about  the 
diet  We  can  learn  a lot  by  listening  carefully. 

For  example,  Jeffrey  recently  said  to  me,  “Mom,  I really  liked 
the  *p^anut  butter"  (actually  a low-protein  substitute)  and  jelly 
sandwich  you  put  in  my  lunch  box  today.”  I realized  that  tlris 
sandwich  was  more  than  just  a tasty  lunch.  I knew  that  it  also 
boosted  Jeffrey"s  self-esteem  to  be  able  to  eat  food  that  looked 
similar  to  that  of  his  peers. 

Another  time  Jeffrey  came  home  from  school,  sad  and  drag- 
ging, and  said  emphatically,  ‘T  don’t  like  this  diet!”  Tbgether,  we 
figured  out  he  was  unhappy  because  he  couldn't  eat  a ham- 
burger. Regular  hamburg- 
ers had  too  much  protein, 
but  together  we  came  up 
with  an  acceptable  substi- 
tute— ^low-protein  mush- 
room burgers.  As  parents, 
we  have  to  follow  medical 
advice,  but  we  can  still 
learn  to  listen  to  our  chil- 
dren and  creatively  man- 


Jeffney, 6,  enjoys 
helping  Mom  make  a 
quick  dinner  of  low- 
protein  pizza. 


age  their  diets.  Children  £q)preciate  being  able  to  express  their 
feelings  openly  and  having  their  needs  treated  respectfully. 

A voice  and  a choice 

Parents  can  reinforce  a sense  of  responsibility  in  children  by 
giving  them  a voice  and  a choice  in  matters  that  affect  them. 
Severely  restricting  your  child  without  explanation  can  lead  to 
immaturity  and  rebellion.  Children  vrill  accept  “rules”  more 
readily  when  explanations  are  given.  Although  health  condi- 
tions may  limit  some  options,  we  can  help  children  accept 
inevitable  choices  gracefully. 

Parents  can  involve  young  children  in  food  choices  by  talk- 
ing about  them.  For  example,  a two-year-old  can  decide 
whether  he  wants  a half  glass  of  milk  or  a full  glass.  A four- 
year-old  can  be  asked  if  he  wants  an  apple  or  an  orange,  or 
whether  he  wants  his  bread  toasted  or  plain. 

Children  can  be  deliberately  presented  with  many  situations  in 
which  they  have  to  make  choices  and  are  given  chances  to  si  ic- 
ceed.  We  can  creatively  select,  the  situations  and  let  children  make 
the  choices.  Tliis  sends  a clear  message  that  children  are  not  just 
rec43ients.of  “orders,”  but  participants  in  decisions  that  affect  them. 

For  example,  when  Jeffrey  was  very  young,  I always  kept 
frozen  low-protein  bread  and  pancakes  in  Ziploc  bags  in  the 
freezer,  on  a low  shelf  at  Jeffrey's  eye  level.  I would  let  him 
choose  between  bri'-  d or  a pancake  by  responding  verbally,  by 
pointing  or  by  actually  getting  it  out  himself.  This  made  him 
feel  that  he  was  “in  charge,”  and  was  a very  small  step  toward 
dietary  self-management  in  the  futiro. 

I also  kept  a variety  of  fresh  fhoit  and  vegetables  in  the  lower 
part  of  the  refrigerator  so  Jeffrey  could  see  the  choices 
between  tangerines,  grapes,  plums  and  other  fruits,  or  the 
choices  between  lettuce,  carrots,  celery,  tomatoes  or  cucum- 
bers in  the  vegetable  crisper.  The  pantry  was  set  up  the  same 
way  vrith  small  cans  of  fruits  and  vegetables  on  the  lower  shelf 
so  I could  ask  Jeffrey,  “Do  you  want  carrots  or  green  beans?” 
or  “Do  you  want  Mott's  peaches  or  a Strawbeny  Fruit  Pak?”  He 
would  go  to  tire  drawer  where  the  measuring  cups  are  kept  and 
hold  a cup  up  to  the  item  he  wanted. 

Introducing  new  foods  may  take  some  effort 
However,  you  will  be  rewarded  quickly  when  you  see 
your  young  child  making  tiro  right  droices  from  a sirror- 
gasbord  of  food.  You  carr  help  your*  child  develop  tastes 
and  preferences  that  last  a lifetinre.  EP 

This  mil  etc  \vas  adapted  firm  two  pieces  by  Ma)sha 
Magol  that  first  aiymimi  in  National  PKU  NtASs, 
Maisha  is  a ivgular  contribidor  to  this  publicatiou.  She 
and  h<r  huslmud  haw  one  son,  Jejfit%  6.  They  liw  in 
Thmjxt,  Florida,  where  Marsha  wmitsfor  GTE. 
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IremPMin,  <mfhor  of  Taking  Chaoge:  OvERcmm 
WB  Chaiienges  OFlxm^TEBMliuiESS,  is  apamU 
arui  psychiatric  soc^ 

children's  idnesses,  PoUin  became  aware  that  pro- 
fessiormls  receive  scant  fmming  to  help  irtdividaals 
andfcmilies  cope  with  lo^  effects  of  dmmic 

illness  or  disability.  Neither  mental  health  nor  medr 
ical  specialists  provided  the  support 
husbandiweded,j^terthelossqftwoofherow^ 

PoUin  returned  to  $(hoU  for  trcming^ 
socialworken 

AUhaugk  Taking  Charge:  OvElKX)l^mG^wCHAUI^ 
Long-Term  Iuness  was  written  spec^iocdlyforindividu^ 
vjiihlmg-termiUnesseSy  every  diopter  is  filled  w 
fidirrformationaruihdpfidst^^ 
family  rnembers.  For  example,  this  excerpt,  wMchdiscuss- 
esthedoder-palientrdal^^  am  also  be  applied  to  the 

do(i(mpQrenirdat^^  Taking  Charge  is  amildble 

from  Exertional  Parent  Library  (80Q/535-1910), 

Forging  an  Effective  Doctor-Patient  Partnership 

Foraging  elBfective  doctorpatient  partnersh^  ma^  be  <Mie 
of  the  most  important  *iake  charge”  tools  at  your 
disposal. . . Your  relationship  with  your  physician  will 
affect  your  emotional  and  personal  well-being,  not  just 
your  physical  conditioa  Your  level  of  stress  will  decrease 
if  you  trust,  respect  and  feel  comfortable  with  your  physi- 
cian, if  yoii  believe  that  he  cares  about  you  and  will  be 
responsive  to  you.  Indeed,  your  interactions  with  your 
doctor  will  inffuence  the  quality  of  your  daily  activities 
and  can  affect  life-and-death  decisions. . . 

You  can  create  siq>poitive  relationships  with  your  physi- 
cians. When  you  establish  the  boundari^  of  your  partner- 
ship early  osx,  your  doctor  will  be  concerned  with  your  feel- 
ings, not  just  your  physical  condition.  That’s  important 
because  your  emotional  comfort  level  with  your  doctor  can 
affect  how  you  re^nd  to  prescribed  treatments.  But  first 
you  must  understand  how  your  chronic  condition  differs 
j&om  other  medical  problems  you  might  have  encountered 
in  the  past,  and  how  your  care  will  diverge  too. . . 

Your  first  encounters  with  the  specialist  may  be  marked 
by  liustratioti.  For  example,  she  may  be  unable  to  reach  a 
clear  diagnosis  or  xtmy  accurately  analyze  the  problem  only 
after  exhaustive  tests.  Indeed,  the  waiting  period  between 
your  first  ^^intment  with  the  ^)edal!st  and  a definitive 
diagnosis  may  seem  like  a special  kind  of  purgatory.  Your 
anxiety  will  most  likely  hei^ten  as  you  undergo  pl^ysicalfy 
unpleasant  or  even  risky  tests.  You  may  exhaust  yourself 
from  the  constant  worrying  but  still  liave  to  pay  the  mount- 
ing bills  and  fill  out  adless  insurance  forms. 

Finally,  your  doctor  will  arrive  at  a definitive  diagnosis. 
You  may  feel  somewhat  relieved  that  you  now  have 
something  concrete  to  deal  with,  but  the  news  isn’t  all 
that  good.  The  specialist,  for  example,  may  have  few 
optiorrs  to  offer  as  treatments.  She  may  also  explain  that 


you  will  experience  onfy  an  inconq>lete  recovery, 
the  progress  of  your  disease  may  be  uiq)redictable 
and  unsure...  The  oiily  certainty  is  that  it  cannot  be 
cured 

Despite  the  unwelcome  news,  you  need  not  feel 
helpless  with  your  physician  or  your  illness.  One  of 
the  best  ways  to  take  charge  of  your  disease  is  to 
know  exactly  what  you’re  dealing  with.  Unless  you 
know  what  your  disease  is,  how  it  mairifests  itsdf,  its 
likely  prognosis  and  how  the  treatments  may  or  may  not 
help  you,  you  cannot  make  a realistic  evaluation  of  your 
medical  condition  or  the  course  of  action  you  should  pur- 
sue. Indeed,  unless  you  are  fully  infonned,  you  cannot  be 
responsible  and  in  control  of  your  medical  decisions. 

That  means  asking  the  ^)ecialist  the  right  questiems . . . 

• Are  you  sure  of  the  diagnosis? 

• How  did  I get  this  disease? 

• What  fectors  make  it  worse  or  better? 

• How  long  must  I stay  in  the  hospital? 

• What  should  I expect  as  fer  as  disabilities?  Will  the 
disease  get  worse? 

• Can  the  symptoms  be  controlled? 

• What  treatments  are  available? 

• Is  the  treatment  you’re  recommending  the  latest? 

• What  is  its  success  rate? 

• What  are  the  risks  of  this  treatment? 

• Do  the  benefits  outweigh  the  risks? 

• Are  there  any  experimental  treatments  I should  know 
about? 

• If  I take  this  medication  for  many  years,  what  are  the 
potential  side  effects? 

• If  I have  suigeiy,  will  it  stop  the  disease  or  will  the 
process  continue? 

• What  should  I be  doing  to  take  care  of  myself? 

• What  would  make  me  feel  better? 

• What  would  make  me  feel  worse? 

• Is  there  anything  I can  do  to  slow  the  disease’s  progress? 

• Will  I have  to  limit  my  home  activities  and  life-style? 

• What  kind  of  emotional  reactions  can  I expect? 

• What  can  I expect  for  the  future? 

. . .You  may  also  wish  to  bring  your  spouse,  a close 
relative,  or  Mend  along  to  ask  questions  that  mi^t  have 
eluded  you.  Take  notes  (or  ask  your  Mend  to  take  notes) 
during  tl  as  important  visit  The  doctor  may  impart  too 
much  information  for  you  to  absorb  all  at  once  in  your 
state  of  anxiety,  and  you’ll  want  an  extra  pair  of  ears  to 
help  you  hear  and  record  everything. . . 

Finally,  it’s  important  for  you  not  to  feel  stupid,  intimidat- 
ed or  f earM  Your  doctor  needs  you  to  comply  with  the 
treatments  ^ recommends,  and  that’s  best  accomplished 
if  you  understand  what  she  wants  you  to  do  aixi  why 

Repnnted  with  permission  of  Times  Books,  a division 
of  Randorn  House,  Inc,,  firm  Taking  Charge,  © 1994 
by  Irene  PoUin, 
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U^cxjMMON  Fathers:  Refij^xtions  on  Raising  a Chiij) 

WITH  A DiSAimJTY  is  a collection  of  essays  imitten  by 
fatheis  of  childnm  toith  disabilities.  This  diveise 
gwnp  of  dads — induding  students,  aHists,  teacheis, 
a Christian  misslonaiy,  a letbed  police  officer, 
businessmen,  attorneys  and  a rabbi — have  ckildien 
ranging  in  age  fimnfaur  to  28,  with  a variety  of 
disabilities.  Uncommon  Fathers,  edited  by  Donald  J. 

Meyer  and  published  by  Woodbine  House,  is  available 
thwugh  Exceptional  Parent  Library,  (800)  535-1910.  206 
pp;  $14.95  (jxipeitack). 

Thefolknving  is  an  exccipt  fixmi  *He  Canteis  When  He 
Can'"  by  Oieg  Palmer: 

When  Ned  was  four  he  began  exhibiting  some  classic  autistic 
behavior,  which  Yn\  told  is  rare  for  a child  with  Down  syn- 
drome. He  would  go  off  into  a comer  for  hours  and  babble 
incoherently  to  himself,  while  slowly,  rhythmically  rocking 
his  body.  We  were  concerned,  of  course,  but  not  unduly. 
Otherwise  Ned  was  a very  happy,  outgoing  boy  who  was 
making  good  intellectual  and  physical  progress.  He  espe- 
cially liked  phonograph  records  and  television,  and  would 
listen  to  and  watch  the  same  material  over  and  over  again. 
His  ability  to  entertain  himself  for  hours,  whether  by 
record,  videot^^e  or  his  own  internal,  unintelligible  mono- 
logues, was  often  a relief  for  us — a respite  from  the  intense 
attention  he  othewise  needed. 

A few  years  after  the  monologues  began,  he  was  rock- 
ing and  talking  one  Sunday  afternoon  while  I sat  reading 
the  paper,  not  paying  any  attention  to  the  meaningless 
! recitation  going  on  nearby.  And  I suddenly  heard  him  say, 

! clearly,  precisely  and  with  feeling,  “You’re  a very  bad  man. 
j No,  I’m  a very  good  man,  I’m  just  a very  bad  wizard.”  He 
I was  reciting  Ihe  Wizanl  of  Oz. . . 

j I soon  learned  he  had  memorized  ail  of  Snow  White,  too, 

j as  well  as  Puss  In  Boots,  most  of  the  television  episodes  of 
I Jim  Henson’s  Muppet  Babies  and  the  songs  on  dozen  dif- 
I ferent  recordings  by  Rafft,  FYed  Pemier,  Rosenschontz  and 
j others.  It  occurred  to  me  that  Ned  had  never  been  babbling 
I incoherently,  that  ail  those  years  he  was  entertaining  hini- 
j self  witli  the  material  he  liked.  I had  underestimated  him 
j badly,  and  I’ve  tried  never  to  do  that  again. . . 

I remember  sitting  on  my  front  porch  that  September 
evening  when  we  first  learned  tliat  Ned  had  Down  syn- 
drome, and  suddenly  having  the  crhilling  realization  that,  not 
for  as  long  as  we  lived  nut  for  as  long  as  he  lived,  Ned  would 
be  oui*  resf)onsibility;  not  the  states,  not  his  relatives,  esjx^ 
dally  not  Itis  brotliers.  We  could  hope  that  some  day  Ned 
would  be  self-sufficient,  and  work  as  hard  as  possible  witli 
him  towards  that  gotU.  We  c*ould  tmst  that  his  older  broUiiT 
i would  hike  erne  of  liim  in  tlK'ir  aduItho(xl,  not  In'causc'  lu‘ 

I had  to,  but  Ix'cause  he  wmitwi  to.  But  we  still  hc*d  to  Ix'  prc'- 
j piircxi  for  the  physic*al,  fiixuicial,  emotional  alteniatm^^ — 
parental  c*ast(xly,  even  from  beyond  tlie  gmve.  Loving  Ned 
j witli  {ill  our  he{u1.s  would  nevc'r  bc>  enough. 

O 
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That  preparation,  both  of  Ned  and  his  world  to  be, 
has  taken  planning,  patience  and  research,  including 
knowing  what  opportunities  are  available  within  the 
community.  Ned  was  three  wrecks  old  when  he  went 
to  his  first  infant  stimulation  class. . . That  was  just 
the  beginning  of  a quest  for  good  schcxjls,  camps 
and  experiences,  a quest  that  will  never  end. 

Even  so.  I’ve  found  the  essence  of  raising  a special 
child  is  not  in  the  grand  questions. . .,  but  the  more  immedi- 
ate question  of  “What  did  you  do  with  my  watch?”  While 
not  losing  sight  of  the  big  picture,  it  is  the  daily  business  of 
i life,  the  million  things  we  do  at  home  with  and  for  Ned,  that 
I seem  to  have  the  most  beneficial  effect  on  him,  and  us. 

^ Just  one  example.  I can’t  recall  a time  when  Catliy  or  I 
haven’t  read  to  him  in  the  evening  right  before  he  goes  to 
bed. . . His  current  interest  is  biograpliies — Jefferson, 
Washington,  Lincoln  and  especially  Martin  Luther  King  Jr.  For 
10  Halloweens  in  a row,  Ned  was  the  same  witch,  but  this 
past  year  he  finally  wanted  to  be  someone  else.  He  wanted  to 
be  the  Reverend  Dr.  King,  as  a tribute  to  a man  he’s  read 
about  and  admires.  It  was  a wonderful  idea  and  we  were 
proud  of  him,  even  if  we  didn’t  have  the  slightest  idea  how  we 
I were  going  to  turn  this  little  white  kid  into  his  hero  without 
i offending  half  the  neighborhcxxl,  makeup>-wise.  (We  deended 
! on  just  a dark  suit  and  glasses.  Tb  me,  Ned  looked  more  like 
I Roy  Orbison  than  Martin  Luther  King,  but  he  was  satisfied.) 

I As  his  father,  I know  the  memory  of  this  past  Halloween  and 
j the  Martin  Lutlier  King  Dilemma  will  eventually  overwhelm 
] any  memories  of  a decade  of  trying  to  talk  a very  stubborn  lit- 
1 tie  boy  out  of  that  ratty  witch  costume. 

I’m  making  Ned  sound  like  the  perfect  kid,  a constant 
delight  to  everyone  ail  the  time.  Tliat  is  not  my  intention, 
and  not  the  case. . . Somebody  must  say  it  Developmentally 
disabled  children  can  be  a real  pain  in  tie  butt,  and  tiiere  is 
no  guilt  in  a parent  admitting  that. . . 

For  aU  his  occasional  obstinacy,  thougli,  the  hardest  thing 
about  being  Ned’s  father  is  contemplating  the  future.  I want 
j no  more  and  no  less  than  for  Ned  to  be  happy  every  day  of 
i his  life.  But  I judge  happiness  on  my  terms,  from  my  experi- 
I ence.  Happiness  for  me  is  being  married  for  26  years  to  a 
i woman  I love,  and  having  childien  I love  as  well.  Happiness 
I is  ha\ong  good  and  talented  friends,  interesting  work  to  do 
! and  the  freedom  to  st  op  doing  it  for  a while  and  just  go 
i somewhere.  And  Ned  may  never  have  any  of  these  things. . . 

1 The  principal  disadvantage  of  my  decision  always  to  deal 

with  Ned’s  situation  logically  and  realistically  is  that  I can’t 
i shake  it,  even  when  I want  to  fantasize  about  a glorious 
I ftiture  for  Iiim. 

But  that’s  a lot  different  tlian  giving  up.  Only  my  own  nai- 
I rowness  of  vision  maki^  me  think  that  when  Ned  is  46,  his 
ide{i  of  lia})pin(‘ss  will  lx»  whit  mine  is  now.  And  if  tlieie  is 
• some  overlap,  1 know  his  iuoUkt  {ind  I have  done  all  we  cmi 
' to  get  him  n'Jidy. . . 

1I('  will  be  a very  good  imin,  and  maybe  a very  good 
wiz{ird. 
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by  Richard  Epstein 


Conversion  Rights 

QWe  live  in  Georgia  In  1987,  our 
daugliter  was  bom  with  severe 
mental  retardation.  At  the  time,  we 
had  health  insurance  coverage  as  indi- 
viduals in  a group  policy.  Our  policy 
was  later  transferred  to  another  insur- 
ance company. 

That  insurance  company  temiinated 
the  policy  in  1989.  In  order  to  continue 
health  insurance  for  my  daughter,  who 
is  considered  “uninsurable,”  my  hus- 


band and  daughter  continued  health 
insurance  on  a conversion  policy. 

In  the  fall  of  1994,  our  policy  was 
again  transferred  to  another  insurance 
company.  In  April,  we  received  a letter 
saying  that  this  insurance  company 
was  terminating  the  policy.  They  say 
we  can  apply  for  coverage  with  another 
insurance  company  under  our  conver- 
sion rights. 

How  can  they  do  this?  What  protec- 
tion do  we  have  agaiiist  this  happening 
over  and  over  again? 


A Since  the  federal  govenmient  | 

has  not  yet  passed  a health  1 
care  reform  act,  the  degree  of  con-  1 
sumer  protection  in  regard  to  health  j 
insurance  depends  largely  on  state 
law.  And  that,  of  course,  differs 
dramatically  from  state  to  state. 

Some  states,  for  example,  have 
passed  health  insurance  reform  acts 
that  guarantee  important  protections 
for  consumers.  In  several  of  those 
states,  the  legislature  has  authorized 
the  establishment  of  a series  of  stan- 
dardized health  insurance  plans.  Each 
I plan  has  specific  limits  and  exclu- 
i sions;  each  plaiT  provides  a cliffereiTt 
j level  of  benefits  and  a different 

I dediK'tible.  Most  importantly,  however, 
j these  standardized  healtlT  insmanco 
plans  are  usually  available  to  all  aj)pli- 
c*ants,  regardless  of  their  health  status. 
This  makes  children  and  adults  with 
disal)ililies  eligible  for  heiUth  insur- 
iUKH*  (‘overage  in  thes('  states. 

In  addition,  these  stiUKlmxlizecl 
pUuTS  ;u-e  usually  VomuTunity-rated.'’ 
('ommunity  n\ting  mc'ans  that  a c*om- 
p;my  hjw  to  charge  the  same  jmee  to 

V.  "t 
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each  applicant  for  the  same  healtli 
insurance  benefits,  regardless  of  the 
applicant’s  health  status. 

Georgia,  however,  has  not  yet 
passed  a health  care  refonn  act,  and 
does  not  currently  offer  either  a com- 
munity-rating system  or  a guarantee 
of  eligibility  for  health  insurance  cov- 
erage. However,  existing  state  insur- 
ance regulations  may  relate  to  your 
concerns. 

The  first  step  would  be  to  discuss 
your  situation  and  the  existing  regula- 
tions with  the  Georgia  State  Insurance 
Department’s  Consumer  Services 
Section  (716  West  Tower,  3 MLK  Jr 
Dr.,  Atlanta,  GA  30334;  404/65^2070; 
404/657-8542,  fax). 

You  can  ask  specifically  about  state 
regulations  in  regard  to  termination  of 
health  insurance  coverage  by  an  msur- 
ance  company,  and  about  conversion 
rights.  Conversion  rights  generally 
allow  for  a continuation  of  health 
insiurance  coverage  under  certain  con- 
ditions, albeit  under  a new  firame- 
work.  If  a group  insiurance  plan  that 
includes  conversion  rights  is  canceled, 
j for  example,  it  may  be  possible  for 
consumers  who  were  covered  by  that 
plan  to  continue  benefits  by  converting 
to  an  individual  policy. 

State  regulations  may  specify  the 
conditions  under  which  a health  insur- 
ance company  can  terminate  an  inst- 
ance policy  In  addition,  there  may  be 
; regulations  requiring  that  coverage  be 
I continued  under  conversion  rights 
I when  an  insurance  policy  is  terminated 
' by  a company,  and  that  also  require 
i the  new  policy  to  include  benefits  sini- 
ilai'  to  the  original  policy. 

I You  may  also  want  to  re\iew  the 
‘ health  insurance  plan  offered  by  The 
! Arc,  The  Arc  Group  M^jor  Medicjil 
1 Insurance  Plan.  The  plan  is  available 
I to  Arc*  mcMubens  and  their  families.  It 
i was  desigiu^d  s|MH?ific*ally  to  meet  tlio 
* nmis  of  diiklien  and  adults  with  mentjil 
I retiuxialion  mid  othei*  disabililios. 

1 Althougli  therc'’s  no  guarantiee  of 
! acc‘eptiUico,  the  insurability  of  each 
i apiilicant  is  individually  evaluated.  At 


this  point,  children  must  be  at  least  10 
years  old  to  be  covered  by  the.  Arc 
health  insurance  plan.  However,  since 
your  daughter  will  be  10  in  another 
year  and  a half,  the  Arc  plan  may  pro- 
vide an  eventual  solution. 

At  present,  the  plan  is  not  available 
to  residents  of  New  Jersey,  New 
Hampshire,  Vermont  or  Connecticut, 
apparently  because  of  conflicts  with 
the  insurance  regulations  of  those 
states.  However,  it  is  currently  avail- 
able to  residents  of  Georgia  For  infor- 
mation about  the  Arc,  crall  (800)  43JJ- 
5255,  voice,  or  (817)  277-0553,  TTY. 

For  detailed  information  about  The 
Arc's  insurance  plan,  contact  the  Arc’s 
insurance  administrator,  The  Albert  H. 
Wohlers  Company  (1440  N.  Northwest 
Highway,  Park  Ridge,  EL  60068-1400; 
800/323-2106).  | 

I think  it  is  also  important  to  wTite 
to  your  legislative  representatives — on 
both  the  state  and  federal  level — 
about  this  issue.  On  the  state  level, 
you  may  wish  to  suggest  that  the  leg- 
islature consider  enacting  a health 
insurance  reform  act  that  would  pro- 
vide important  protections  for  children 
and  adults  with  disabilities. 

On  the  federal  level,  Congr(?ss  is 
now  beginning  to  debate  health  care 
and  health  insurance  issues  once 
again.  1 think  it  is  essential  that  legisla-  j 
tors  at  this  level  become  more  fully  j 
aware  of  the  health  insurance  cover- 
age difficulties  now  faced  by  faniilies 
of  children  with  disabilities.  EP 


Inthiscoturnny 
Richairi  Epstein 
aimoers  readers' ques- 
tiom  about  hecdtii 
msumwe.  Serdyour 
quesliotistohimal 
ExasmtmLPAmn; 

209  Harvard  St.,  Ste. 

303,BwokHne,MA 
02m  (617)  7S0S742(fax). 

ffy(MrqmstionrdDdes  to  a specific 
health  wsumnee  daiin,  please  indude 
copies  of  any  matetials  you've  received 
firm  Oie  insurance  company.  (Please, 
i ctonY  sefd  miginals!)  Jndude  your 
address  and  phone  number:  Only  your 
inilials  and  state  will  be  pMished.  It  is 
not  possible  to  respond  to  letters 
iruiividuaUy. 
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i No  Place  Like  Home 

! An  exceij)t  from  ^.armval  repent  of  the  Presidem's  Committee  mMerUa^ 


i 

I The  Presiderd's  Committee  on  Mental  RetardcUion  (PCMR)  has  released  its  1994  annual 
report  entitled  The  National  Reform  Agenda  and  Citizens  wim  Mental  Retardation:  A 
JoumEY  OF  Renewal  FOR  All  Americans  Ihereporty  authoredbyDr,  Glenn  Pujiura  of 
the  University  of  Illinois  at  ChicagOy  'tweets  the  (xmtrihutions  of  a number  ofsdfadvo- 
I catesy  parentSy  family  members  and  professionals.  It  indudes  recommendations  made 
\ xvithin  the  context  of  weffare  and  health  care  rtform, 

I Illustrating  these  recommendations  are  the  stories  of  several  mdividvals  vyith  mental 

retardatiarL  The foUonmg  is  a excerpt  from  the  section  of  the  repo^ 

j ^ - 


...People  with  mental  retar- 
dation can  and  do  own  and 
rent  their  own  homes  all 
through  the  U.S.  Though  lit- 
i tie  used  to  date,  this  is  the 
I most  rapidly  growing  type 
I of  residential  option.  In 
I localities  across  the  nation, 


innovative  funding  options 
are  being  implemented. 

State  governments,  includ- 
ing Colorado,  Connecticut, 
Florida,  Illinois,  New  Hamp- 
shire, Michigan,  New  York, 
Rhode  Island  and  Vermont, 
have  developed  innovative 
financial  assistance  pro- 
grams for  cash  assistance, 
leases,  rent  subsidies  and 
vouchers. 

David  Guillet  just  pur- 
chased a condominium  in 
Cumberland,  Rhode  Island. 
Formerly  a resident  of  group 
homes,  he,  together  with  his 
parents,  Marge  and  Lou, 
were  pioneers  in  the  devel- 
opment of  home  ownership 
options  in  their  state. 
Through  a collaborative 
effort  of  state  agencies,  they 
obtained  a low-interest 
mortgage  and  a grant  for  the 
down  payment,  closing 
costs,  and  furniture. 


Compared  to  publicly-fund- 
ed group  homes  that  often 
come  with  unneeded  ser- 
vice packages  and  associat- 
ed staffing  expenses,  home 
ownership  may  be  less 
expensive. 

"My  son  has  very  severe 
disabilities,"  said  Mrs. 
Guillet,  "quadriplegic,  legal- 
ly blind,  with  severe 
seizures.  Yet,  I have  the 
same  fears  for  David  as  I do 
for  my  other  children,  who 
do  not  have  disabilities.  We 
are  helping  David  expand 
his  relationships  by  intro- 
ducing David  to  the  fire 
department,  to  his  immedi- 
ate neighbors,  by  holding  an 
open  house.  The  neighbors 
were  wary,  assuming  the 
state  had  purchased  the 
condo.  Their  perceptions 
immediately  changed  when 
they  found  out  that  David 
was  the  owner,  not  some 


1 


! 

"ward"  of  the  state.  ' 

"We  have  choices  now.  | 

We  pick  the  support  staff.  ; 

David  has  complete  control 
of  the  choices  in  his  life. 

David  can  eat  what  he 
wants  to  eat,  when  he  wants 
to  eat.  If  he  wants  to  wear  a | 

blue  shirt  with  green  shorts, 
that's  OK.  I can  see  the  dif-  | 

ference  in  his  eyes."  < 

The  great  challenge  is  to  ! 

see  beyond  current  service  i 

paradigms.  Many  people  ; 

with  mental  retardation  who  \ 

receive  residential  services  f 

live  in  housing  where  ser-  I 

vices  and  personal  assis-  j 

tance  are  based  on  group  j 

considerations  and  ageixiy  I 

preferences  rather  than  indi-  i 

vidual  needs  and  choices.  i 

People  with  mental  retarda-  s 

tion  are  often  wrongly 
viewed  by  government  i 

agencies  and  service  i 

providers  as  needing  "spe- 
cial housing,"  ratlier  than  as 
individuals  with  idiosyncrat-  j 

ic  needs  for  support... 

To  d>tain  a free  copy  of  The 
National  Reform  Agenda  \ 

AND  Citizens  with  Mental  \ 

Retardation:  A Journey  of  j 

Renewal  for  All  Americans, 
contact  PCMR,  330 
Independence  Ave.,  SW,  < 

Wilbur-Cohen  Building  \ 

5325,  Washington,  DC 
20201;  (202)  619^34.  \ 


Publications 

•Nutrition  Care  fen*  Children  2vith  Piader-WiUi 
Syndmme  ages  3-9  is  a 12-page  booklet  that  addresses 
calorie  needs,  supplements,  diet  planning  and  food  man- 
agement, and  explains  food-exchange  lists.  Booklets  are 
$5  each  and  can  be  purchased  from  the  Prader-Willi 
Syndrome  Association,  2510  S.  Brentwood  Blvd.,  Ste.  220, 
St.  Louis,  MO  63144;  (800)  9284797. 

• Medical  Facts  About  Spina  Bifida,  produced  by  the 
Kennedy  Krieger  Institute  in  collaboration  with  the  Spina 
Bifida  Association  of  America,  is  a comprehensive  infor- 
mation resource  for  parents  of  children  with  

spina  bifida.  Individual  copies  of  the  12-page 
booklet  cost  $4.  Contact  tlie  Spina  Bifida 
Center,  Kennedy  Krieger  Institute,  707  N. 

Broadway,  Baltimore,  MD  21205;  (800)  873- 
:i;377  or  (410)  550-9000. 


• Living  SMArt.  is  a bimonthly  newsletter  written  by  adults 
with  spinal  muscular  atrophy  (SMA).  The  newsletter  fear 
tures  information,  networking  and  support  for  adults  with 
SMA,  as  well  as  parents.  Yearly  subscriptions  cost  $6;  addi- 
tional donations  are  welcome.  For  a complimentaiy  issue, 
contact  Living  SMArt,  do  June  Price,  editor,  3576  S.  43  St, 
#32,  Milwaukee,  WI 53220-1550;  (414)  541-2848; 

e-mail:  LivngSMArt@aol.com. 

• The  1995  Rcsennvc  for  People  tvUh  Farml  Difference  is  a 
comprehensive  directoiy  containing  listings  of  organiza- 
tions for  people  with  facial  difference,  their  families  and 

professionals.  The  directory  also  provides  informa- 
tion on  relevixnt  publications,  videotapes  and  audio 
Ciissottes.  To  receive  a complimentary  copy  of  this 
publication,  send  a self-addressed  9 x 12  envelope 
with  $3  postage  to  Let's  Face  It  Box  71 1,  Concord, 
MA  01742-0711. 
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Education  Department  Submits  Proposal 
to  Reauthorize  IDEA 

On  June  30, 1995,  the  U.S.  Department  of  Education  subnutted 
to  Congress  a prcqposal  to  revise  and  reauthorize  the  Individuals 
with  Disabilities  Education  Act  (IDEA).  The  proposal  reflects 
conunents  from  over  3,000  parents  and  educators.  It  marks  the 
first  substantial  revision  to  the  legislation  since  Congress  enacted 
PL  94rl42,  the  basis  of  the  IDEA,  in  1975. 

The  department  based  its  proposal  on  sbc  principles:  (1) 
connect  the  IDEA  with  state  and  local  education  improvement 
efforts  so  students  with  disabilities  can  beneJfrt  fix)in  them;  (2) 
improve  educational  results  for  students  with  disabilities 
through  hi^er  expectations  and  meaningful  access  to  the  gem 
eral  curriculum,  to  the  maximum  extent  appropriate;  (3) 
address  individual  needs  in  the  least  restrictive  environment 
for  the  student;  (4)  provide  fanulies  and  teachers — those  closest 
to  students — ^with  the  knowledge  and  training  to  support  stu- 
dents’ learning;  (5)  focus  on  teaching  and  learning  and  (6) 
strengthen  early  intervention  to  help  ensure  that  every  child 
starts  school  ready  to  learn. 

The  proposed  clranges  include: 

• Increasing  parental  involvement  by  requiring  schools  to  issue 
regular  reports  to  parents  on  their  children’s  progress,  and  by 
including  parents  in  decisions  about  their  children’s  placement 

• Providing  parents  and  teachers  with  better  training  on  help- 
ing students  with  disabilities  achieve  in  school  A national  net- 
work of  parent  training  centers  would  be  expanded.  A profes- 
sional development  program  would  be  expanded  to  help  all 
teachers  work  more  effectively  with  students  with  disabilities. 

• Providing  parents  in  every'  state  the  option  of  r^esolving  dis- 
putes with  schools  ov'er  tlieir  children’s  education  through 
mediation. 

• Helping  schools  maintain  safe  and  disciplined  classrooms  by 
allowing  schools  to  move  a student  who  lias  brouglit  a fireann 
or  other  dangerous  we^xin  to  school  to  an  alternative  educa- 
tional setting  for  up  to  45  days. 

• Inipro\ing  school  safety  by  pennitting  hearing  officers  to 
authorize  the  temporary  removal  to  an  alternative  setting  of  a 
student  who  is  substantially  likely  to  iryure  himself  or  others. 

• Promoting  higli  expectations  and  acliievement  by  focusing 
the  individualized  education  program  (lEP)  on  measurable 
annual  objecrives  and  achievement  in  the  general  curriculum, 
whenever  possible,  and  by  including  the  student’s  regular 
teacher  in  developing  the  lER 

• Ensuring  accountiibility  for  cHluciitional  results  by  requiring 
greater  participation  of  students  with  disabilities  in  state  and 
district  assessments,  and  by  asking  each  state  to  establish 
goals  for  the  perfomiance  of  c*hildren  with  disabilities. 

• Revising  tlie  formula  for  grants  to  stales  so  that  new  dollars 
would  be  distributed  based  on  the  state’s  population,  rather 
than  on  the  niimlx'r  of  children  with  disabilities  Ix'ing  sc'rviri. 
(TuTt'Ut  law  tends  to  encourage  over-identification  of  chil- 
dren— piulicularly  minority  childn'n — as  having  dlsabilitic's. 
Cunx'nt  law  also  discoimigc's  stale's  from  doing  early  interven- 
tion mid  pn'-refemil  mlivitios. 


Crystal  Springs  School 

A PROGRAM  OF  THE 

INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES,  INC. 


Providing  quality  residential,  special  education  and  treat- 
ment services  in  a professionally  caring,  homelike  environment 

since  1953. 

• 30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.i. 

• Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  - 22,  Including 
those  young  people  characterized  as  medically  fragile. 

• 365  day  programs  providing  24  hour  nursing  availability. 

• Licensed  by  the  Massachusetts  Office  for  Children. 

• Approved  by  the  Massachusetts  Department  of  Education. 

• Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information,  Please  Call: 

Admissions  Coordinator 

1-800-840-8087  (508)  644-3101 


Circle  #124 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


Private,  501(c)(3) 
Nonprofit  Community 


“THEIR  COMMUNITY...WITH  OUR  HELP” 
Residential,  day,  and  evening  programs 
and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annundale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(404)  945-8381 
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CORN 

ASSOCIATES 

Child  Care! the  education  connection 

An  uniquely  qualified  firm  and  leading  advisor  to 
corporate  human  resource  management  personnel 
Corn  Associates  is  foremost  a diversified  pool  of 
professional  talent  and  academic  practitioners 
who  become  the  corporation  s personal  child  care 
planners  and  providers. 

• Child  care  ccmsultants 

• Experienced  in  knowledge  of  developmental 
grouping 

• Personnel  level  advisor  to  corporate  leadership 
on  current  educational  trends 

For  more  information  write  or  call: 

Corn  Associates 

P.O  Box  298 

Rochelle  Park,  NJ  07622 
Phone:(201)  996-0720 


Finally...Headgear  designed 
just  for  little  kids... 

(...And  now  for  Grown-ups  too!) 

And  the  healthcare  professional’s  answer  to  safety. 

ProtectaCap®  is  Plum  Enterprises’  exclusive,  patented 
custom-fitting  protective  headgear  designed  with  the 
safety,  comfort  and  self-esteem  of  children  in  mind.  Made 
with  proven  Ensolite*  foam  for  superior  impact-absorbency, 
ProtectaCap  provides  maximum  head  coverage-  with  the 
comfort  and  safety  of  less  than  3 ounces  of  weight! 
Meticulously  hand-stitched  in  a variety  of  wonderful  fabrics, 
ProtectaCap  features  our  exclusive  soft  cottonknit  Veicroedi 
chin  strap.  And  ProtectaCaps®  are  machine-washable  and 
dryable!  Now  available  in  5 sizes, 

■ •’^Newborn  thru  Adult,  ProtectaCap  is 
jideal  for  post-surgery,  therapeutic 
activities,  neonatal  and  geriatric  care. 

**ProtectaCap  Is  wonderful!” 

W Joat  Micheisen.  MD 
Professor/Chairmon  Dept.  Neutosutgety 
Montefiore  Medical  Center.  Bronx  NY 


Order  Mow 
1-800-321 -PLUM 


Muiiukic  luiod  txcliisivolypy 


Mtdicsid  Approved 


Worldwide  Patents  Pending 


plUfT) 

enwrprises,  inc 

9 Clyston  Circle 
PO  Box  283 
Worcester,  PA  19490 
Phone  1610)584-5003 
Fax  1610)584-4151 
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l:y.  three  climail  .. 
. . • psychologists  - 

specialists  in  the  care 
and  education  of  children  and 
young  adults,  with 
disabilities  and  their  families 

V Their  goals  are  to 

PROVIDE 

. ' practical  guidance 
and  support 
for  parents  of  children  and 
• young.adults.with 
disabilities  and  special 
health  care  needs 

\ INFORM 

parents  about  current 
, and  changing  rights,  laws  and 
prp'grams  for  children  and 
; ■ . / : . • young  adults  .with 

■ /,  dlsabjlities  an^  their  famili^^ 

- SERVE- 
a$  a netyvgrkt’a  forum 
; for  the\exchange  of  ideas, 

■ experlencq^and  ad.vice 

LJ- profesionals'gi^^^^^ 

■ : • * the  phlld  firsL 
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Fashionoble 
idurable 
vinyibocked, 
terra  doth 
■IlSin^ 
to  order - 
dwkeof 
color  & style. 
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Connections 


Afriend 

Post  Office  Box  6655E 
Somerset,  NJ  08875-6655 
Know  someone  feeling  all  alone 
in  the  world?  As  wonderful  as 
family  and  friends  may  be,  there 
are  times  when  everyone  needs 
support  from  a more  objective 
source.  Now  there^  a personal 
correspondence  service  that  can 
add  insight  and  perspective.  To 
find  out  nnore,  write  Afriend  today! 


Cotton  Diapers 


Murphy  Diaper  System 

24  Sullivan  Avenue 
Newton,  MA  02164 
1-800-762-9890 
We  make  top  quality  cotton 
diapers.  We  make  them  any  size 
to  meet  your  needs.  Soft, 
absorbent  and  comfortable. 

Free  brochure. 


Eiiuipment  Dealers 


Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
more  information. 

Missouri 

U.S.  Medical  Corporation 

14575  Manchester  Road 
Manchester,  MO  6301 1 
(800)  40-USMED/ 

(800)  408-7633 


Consumer  Care 
Products,  Inc. 

PO.  Box  684 

Sheboygan.  Wl  53082-0684 
(414)  459*8353 


incontinence 


Access  Medical  Supply 

2006  Crown  Plaza  Drive 
Columbus.  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs 
(96),  Free  Delivery.  Also — 
Depend,  Serenity,  other  items. 
Manufacturer^  coupons  accepted. 
Free  Catalog! 

Duraline  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45856 
800-654-3376 

Call  DMP  for  all  your  Incontinent 
needs  such  as  briefs,  pants, 
pads  and  liners,  as  well  as  skin 
care  products. 

Call  for  FREE  catalog! 

In  Canada,  call  800-667-6996 

h7d.ls] 

1 21 5 Dielman  Industrial  Court 
Olivette.  MO  63132 
(80qi  538-1036 
See  our  ad  in  this  issue. 

Summers  Laboratories,  inc. 

Collegeville,  PA  19426 
(800)  533-SKIN  (7546) 

Triple  Paste^^  for  diaper  rash 
and  chronic  irritation.  Used  at 
leading  children’s  hospitals. 
Available  without  prescription. 
Call  now  for  free  treatment 
information^ 

U.S.  Medical  Corporation 

14575  Manchester  Road 
Manchester,  MO  6301 1 
'300)  40-USMED/ 

(800)  408-7633 
Call  U.S.  Med  for  free  sample 
Depend  briefs,  undergarments, 
pants  and  diapers. 

Low  prices  and  free  delivery 


YOUTH 
BRIEF  II 

FITS  30 
TO  70  LBS. 

96  FOR 
$ 39.98 


CALL  24HRS. 

1.800-777-1111 


Youth  Incontinence 
Products 


■ Overnight  Pants  witli  Nylon 
Flxlerior 


24"-44"  v/aist 

■ Training 
Pants 

Toddler-Adult  XL 


■ 2 Piece  Brief  vSyslem 
Toddler-Adult  XL 


QUALITY  C^RE 


For  Free  Brochure 
Call:  1-800-259-3099 


UCLA  Microcomputer  Protect 

1 0CX)  Veteran  Avenue/ 

Rm  23-10 

Los  /Angeles.  CA  90024 
(310)825-4821 
Catalog  of  dev.  appropriate 
software  for  children  w/disab. 
18  mths-5  yrs.  Apple,  Mac, 
IBM,  cause/effect,  game 
format,  basic  preschool 
concepts 


Van  Conversion  Dealers 


Connecticut 


Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop  floors, 
custom  driving  equipment: 
distributors  for  Mobile  Tech., 
Crow  River  lifts,  Ricon,  IMS,  EZ 
Lock,  and  EMC  touch  pad  sys- 
tems. 41  yrs.  of  service  to  the 
disabled  community.  Please  call 
for  more  information.  NMEDA 
membe-. 


WOODBURY  PRODUCTS 
INC 

4410  AUSTIN  8tVD.  ISLAHO  PARK  NY  1 ISSO 


Exceptional  Parent’s 

1995  RESOURCE  GUtOE 

Sold  nopanddy  for  $9.95 

CaU  800-535-1910 


Indiana 


Forward  Motions 

214  Valley  Street, 

Dayton,  OH  45404 
(513)222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 


Kentucky 

Forward  Motions 

21 4 Valley  Street, 

Dayton,  OH  45404 
(513)  222-5001 

Full-size/Mini-Van  modifications, 
new/used  lifts,  drop  floor,  raised 
roof,  lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 

New  Jersey 

Arcoia  Mobility 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/ 

(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy. 

Full  sized,  mini;  rear  and  side 
entry.  We  canry  products  from  the 
following  manufacturers:  Braun, 
KneeKar,  N^tage,  Ricon.  and 
Pick-A-Lift.  If  we  don’t  have  it, 
we’ll  find  it!  Financing  is  available. 
NMEDA  Member.  Please  call  for 
more  info. 


GETTING  OUT  OF  BED 
HAS  NEVER  BEEN  EASIER . . . 


THANKS  TO  THE  BED-BAR* 


The  BED-BAR*  promotes  inde- 
pendence and  will  help  with  your 
mobility  needs. 

Endorsed  by  Physical  and 
OccupatJonai  Therapists. 


Only  *79  plus  '•S  shipping 

Call  1-800-726-4233  today! 

Bnnvn  Engineering  Corporation 

289  Chcslerfickl  Road 
Wesihampton.  M A 0 1 027 


Circl«  #227 
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EbiPRESS 

Medical  Supply,  Inc. 


♦UROLOGICAI. 

Bard  • Baxter  • Coloplast 
Convatec  • Hollister  • Intermed 
Mentor  • MMG  • Sherwood 
Sierra  * U/ocare  • United 

♦INCONTINENCE 

Attends  • Caring  • Depends 
Medline  • Tranquility 

♦OSTOMY 

Coloplast  • Convatec  • Cymed 
Hollister  • NuHope  • United 

♦WHEELCHAIR 

CUSHIONS 

Roho  • Jay 

♦SKIN  & WOUND  CARE 

Bard  • Convatec  • Hollister 
Sween  • United  • Urocare 

♦FREE  SHIPPING 

for  orders  over  $75.00  in  the 
continental  U.S. 


Call  for  a Free  Catalog 

800-633-2139 


Circle  „156 
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Marketplace 


Incpntihence.*  Urolog’iQal  • Cistomy ' 
■ ^.VSKin -Care*  Wound  ' 


FREE  50  page  catalog  featuring 
the  latest  information  and  products. 

• Competitive  prices 
•Helpful  Customer  Service 

Call  800-228-3543 

Today  for  a free  catalog! 

(Mon. -Fri.  8 AH  to  5 PH  Pacific  Time) 


10%  of  pretax  profits  go  to  medical  research 


lb  place  ai(  ad,  contact 
BARBARA  NASTRO 
(20i)  680-4874  or  fax  to:  (201)  680-8355 


Ohio 


Drlve-Mastar,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tc3ps/d(X)rs,  drop 
floors,  custom  driving 
equipment;  distributors  for 
Mobile  Tech.,  Crow  River 
lifts,  Ricon,  IMS,  EZ  Lock, 
and  EMC  touch  pad 
systems.  41  yrs.  of  service 
to  the  disabl^  community. 
Rease  call  for  more 
information.  NMEDA 
member. 


New  York 


Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/ 
(800)ARCOLA-1 
New-Used-Trade-Lease-Buy. 
Fui!  sized,  mini,  rear  and  side 
entry.  We  carry  products 
from  the  follow'ng  manufac- 
turers: Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A- 
Lift.  If  we  don’t  have  it,  we’ll 
find  it!  Rnaricing  is  available. 
NMEDA  Member.  Please 
call  for  more  info. 

Drive-Master,  Ino. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 
floors,  custom  driving 
equipment;  distributors  for 
Mobile  Tech.,  Crow  River 
lifts,  Ricon,  IMS,  EZ  Lock, 
and  EMC  touch  pad 
systeiTiS.  41  yrs.  of  service 
to  the  disable  community. 
Rease  call  fa  nnore 
information.  NMEDA 
member. 


Forward  Motions 

214  V^ley  Street. 

Dayton,  OH  45404 
(513)222-5001 
Full-size/Mini-Van 
modifications,  new/usea  lifts, 
drop  floor,  raised  roof, 
lockdowns,  driving  equip. 
NMEDA  member.  Owned  by 
person  with  disability. 


Pennsylvania 


Drivo-Mastsrjnc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop 
floors,  custom  driving 
equipment;  distributors  for 
Mobile  Tech.,  Crow  River 
lilts,  Ricon,  IMS,  K Lock, 
and  EMC  touch  pad 
systems.  41  yrs.  of  service 
to  the  disabled  community. 
Please  call  for  more 
information.  NMEDA 
member. 


BOOKS,  AUDIOA/IDEO  i EDUCATIONAl  MATERIAL 


Books  for  Parents 
and  Professionals 


Turtle  Books 

Approved  by  the  American 
Academy  of  Pediatrics.  These 
upbeat  stories  with  warm,  col- 
0^1  illustrations  address  real 
issues  found  in  the  lives  of  real 
children  with  disabilities. 
Provide  a bridge  of  under- 
standing for  your  children  with 
disabilities,  siblings  & friends. 
FREE  Brochure. 

Jason  and  Nordic  Publishers. 
PO  Box  441, 

Hdlidaysburg,  PA  16648. 

FAX  (814)  696-4250 


Free— The  1995  Woodbine 
House/Speciai-Needs 
Collection,  a catalog  of 
excellent  books  fa  parents, 
children,  and  professionals  on 
autism,  OR  Down  syndrome, 
Tourette  syndrome,  mental 
retardation,  visual  impairment, 
physical  disabilities,  special 
education,  and  more. 
Woodbine  House, 

6510  Bells  Mill  Road, 
Bethesda,  MD  20817, 

(800)  843-7323 


Free— The  NEWSjtecial 
Needs  Project  Book  Catalog 

The  best  books  from  aa  publish- 
ers about  disabilities. 
Comprehensve  resources  fa 
parents,  children  & professionals 
Special  Needs  Project  3463 
State  Street,  Santa  Efevtiara, 

CA  93105. 

(800)  333-6867. 


Infonnation  from  Ihe  Naftioiial  Parent 


Tlia  National 
Parent  Nelwofk 
onDiaabiliUes 
Board  of  Directors 

Marta  Anchondo 

TASK.  Anaheim,  CA 

Dianna  Au8n 

< Advocates  for  ChikJren  of  New  YorK 
Long  Island,  NY 

Margaret  Budey 

OCEHC,  Marion,  OH 

Joanne  Butts 

Washington  PAVE,  Tacoma,  WA, 
President 

Connie  Curtin 

Vermont  Parent  Information  Center, 
Burlington,  VT 

Uidm  Cuthbei^on 

Statewide  Parent  Advocacy  Netwo^ 
(SPAN),  Westfield,  NJ, 
PastPresideni 

Joseph  Garcia 

Touchstones,  Seattle,  WA 

Paula  Goldberg 

PACER  Center,  Minneapolis,  MN 

Connie  Hawkins 

Exceptional  Children’s  Assistance 
Center  (ECAC),  Davidson,  NC, 

Bonnie  Johnson 

Ad<ansas  Disabilities  Coalition, 
Little  Rock,  AK 

Joan  Kilbum 

MATRIX,  A Parent  Network 
& Resource  Center. 

Mill  Valley,  CA.  Treasi/rer 

Sue  Pratt 

CAUSE,  Lansing.  Ml 

PatSmHti 

Georgia/ARC,  East  Point,  6A, 
Parliamentarian 

Pani  Steneberg 

Disability  Rights  Education  & 
Defense  Fund  (DREDF), 
Berkeley,  CA, 
VfceF^ident 

Janet  Vohs 

Fedeiadon  for  Clilldren  with 
Special  Needs,  Boston,  MA, 
Secretaty 

Patricia  McGUi  Smith 

Executive  Okdctor 


\/\te've  moved! 

Ournmaddnsssis: 

M ■#- 

onDiMbWMw 

1727  tong  StraeiSuilB  306 
AteKnM,VA223t4 
PhonK703-€84e?63 
Fn:7(0e36-1232 


Weteome  to  the  Wortd 

Tbe  Americsns  witii  Disabilities  Act  (ADA),  passed  in  1990,  has  now  existed  for  five  years!  Tins 
anniversary  jxovides  me  with  a chance  to  reflect  <xi  what  the  ADA  will  mean  for  children  bcMn  with 
disabilities  in  1996, 

Children  bom  in  the  last  ten  years,  thankfully,  may  not  have  experienced  r^ection  and  hostilily 
because  of  their  disabilities;  I hqpe  they  haven’t  Althou^  our  country  was  founded  on  the  premise 
of  ho^italily — our  forefathers  sat  together  with  the  Native  Americans  to  celebrate  the  first  Thanks- 
giving—the  United  States  also  has  a great  deal  of  hostility  threaded  throu^out  its  history  Often 
thete  ^las  been  no  ‘Svelcome  mat”  for  people  of  different  nationalities  or  races,  or  even  for  peq;>le 
with  different  ideas.  Similarty,  discrimination  towards  people  with  disabilities  has  a disturbing  past, 
one  full  of  ir\justices.  The  ADA  is  and  will  be  the  “welcome  mat”  for  children  with  disabilities  today 
and  in  flie  future. 

This  is  the  message  of  the  ADA  to  young  children  growing  iqp  with  disabilities: 

“You  are  welcome  here— the  comer  curbs  are  cut  for  your  chair. . . hearing  devices  are  available 
at  the  concat. . . there  is  a space  for  your  wheelchair  at  the  movie  theater. . . the  grocery  store  has 
an  extender  to  reach  high  Selves. . . McDonald’s  has  picture  menus. . . and  the  door  handle^and  the 
li^t  switch  at  Mom’s  office  are  set  at  areachable  level  You  can  go  to  school,  participate  in  afta*- 
school  activities,  enter  the  gymnasium  and  attend  school  dancea 
“When  you  go  to  college,  youTi  find  new  fteedoia  YouTl  have  an  accessible  campus,  devices  in 
each  room  to  signal  fire,  accomnrodations  to  help  with  learning  disabilities.  But  most  of  ail,  when 
you  grow  up  and  need  a job,  you’ll  find  transportation  to  get  you  to  work  and  accommodations  to 
help  you  succeed  in  working.  Local  buses  will  pick  you  up.  If  you  need  to  attend  a business  meeting 
in  another  dty,  you’ll  be  able  to  ffy  there.  You’ll  find  accommodations  to  make  working  a {Hobability 
and  areality.  The  ADA  has  c^ned  tiiese  doors  for  yoa” 

Do  I have  fears  about  ongoing  hostilily  and  further  discriiniriEtion  toward  children  with  disabilities 
and  their  families?  Yes.  My  fear  is  that  young  pe<^ie  and  their  parents  may  forget  If  you  don’t 
remember  the  difficult  past,  you  might  become  con^lacent  and  take  thin^  for  granted  You  might 
not  realize  how  fragile  our  collective  “fieedom”  is.  You  might  forget  the  recent  times  when  children 
with  disabilities  were  denied  entrance  into  schools  and  couldn’t  maneuver  through  society  because 
they  were  not  welcomed  into  it  In  those  times,  they  were  viewed  as  a tragedy,  sent  away  from 
home,  set  sqpart  They  certainly  were  not  acoq)ted  as  in^x>rtant,  contributing  members  of  the  com- 
muni^. 

Changing  the  environment  in  this  country  fifom  hostile  to  heritable  is  the  great  gift  of  the  Ameri- 
cans with  Disabilities  Act  Welcome  to  the  world! 

— Pobi/yia  McGUl  Smith 

As  ExcEmoNAL  Parent  vxxs  going  to  press,  planning  vxis  underway  for  a cdd)ratura  in  Washing- 
Um  DC  in  honor  of  the fifth  anniversary  of  the  ADA  The  evenly  ^Voices  of Freedom:  America 
Speaks  Out  onADA'^Toas  scheduled  to  take  place  on  July  26, 1995. 


“Promises  fo  Keep”  Rally 
an  Unparalleled  Success 

On  Jime  22,  the  Natkxial  Parerft  Networic  c»i  D& 
al®ies— in  co(^)eration  with  the  Sphia  Bifida  Asso- 
dati(xi  of  America,  Hhe  Bazekin  Center  <»  Maital 
Health,  the  E^oilepsy  Foundatioti  of  Aineric^ 
Natk^  Assodaiion  of  Medk^Eq^^ 
era,  Justice  for  AU  aiKi  the  Coiiswtimn  for  Cto 
wiffi  DisalMlities— staged  aiafiy  fex^t^ 
peof^  wiffi  disabilities  on  tite  west  steps  of  the 
C^ito).  More  than  1,600 peopfe  from  aJi  over  the 
counUy  attended  aiid  made  thek  vok^ 

Tlw  rally  focused  on  the  issues  of  preserving 
the  Americans  with  Disabilities  Act  (ADA),  main- 
taining the  protections  and  funding  of  the  indi- 
viduals with  Disabilities  Elducation  Act  (IDEIA), 
maintaining  Amding  for  Medicaid  and  Medicare 
and  protecting  the  children’s  SuK>lemei>tal  Secu- 
crmthiued  on  page  64 


SensdorBit!Fidat,R-TH9»l^ 
rights  of  pecyjiks  vi^ 

smpoMtkis^^Hewasfoheclon$iag0byPe^^ 
MaGiflSmld^  Beefy 
rapiuaeiiMiveofthBNedion^ 
M^cMcaiBquipmenl  Supply 
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Senator  John  Chatfae,R4V,emphsi^zed  the  need  to  protect 
cashpaynrntsto'chikUenwithdisabiStieswhoreceiveSSt— 
“Do^t  it  make  sense  to  keep  people  at  home  rather  than  in 
Institutioi'is?”  On  stage  with  Setiatar  Chaffee  was  Patricia  McGW 
Srnith,MH>ID  executive  director. 


ccnuimied  from  page 

rity  Income  (SSI)  Benefit  Program- 

Members  of  Congress  expressed  their  support  for  the  disabili- 
ties lights  movement,  and  many  of  them  voiced  concern  that  the 
rights  we  have  fought  so  hard  to  gain  could  be  destroyed.by  the 
end  of  this  session  of  Congress.  ^>eakers  included  Senator  John 
R Chaffee,  R-RI;  Senator  Bill  Frist,  R-TN;  Senator  Tbm  Harkin,  D- 
lA;  Senator  Paul  Wellstone,  D-MN;  Representative  Geoige  MUler, 
EMDA;  Rqpresentath'^e  William  Goodling,  R-PA;  and  Representa- 
tive Sheila  Jackson  Lee,  D-TX- 

Paul  Marchand,  director  of  tiie  Arc  Goverrunent  Affairs  Office, 
(^)ened  the  rally  with  a welconie  ftom  tite  Consortium  for  Citizens 


with  Disabilities  and  read  a letter  from  Tbny  Coelho,  chairman  of 
the  President’s  Committee  on  Employment  of  Peqf>ie  with  Dis- 
abilities, who  could  notattend.  G^e  Mitchenei;  an  inspirational 
speaker  from  Los  Angeles,  urged  the  peqple  in  the  crowd  to  speak 
for  themselves.  Justin  Dart,  along-time  a^ocate  in  the  area  of 
disability  policy,  closed  the  rally,  speaking  eloquently  about  the 
need  to  preserve  the  rights  of  people  with  dis^ilities. 

Following  the  rally,  participants  called  on  their  le^lators. 
Parents,  self-advocates  and  professionals  hit  the  halls  of  Con- 
gress to  q>read  tl^e  word  And  although  we  were  competing  with 
the  activities  relating  to  the  nominaticm  of  Dr.  Vincent  Foster  for 
U.S.  Surgeon  General,  it  seemed  clear  on  June  22,  that  Congress 
got  the  word!  Now  we  must  beat  the  drums  and  raise  up  a wall 
of  parents  the  likes  of  which  has  never  been  seen,  ffnot  noWj 
when?  IS 'mi  us,  who? 


Now  available! 

The  **Pfwnises  to  Keep'"  ivHy  is  available  cm  videotape.  This  video 
is  on  eoocdienl  tod  with  which  to  open  talks  with  pa:trmts  and 
othej'  advocates  about  the  need  to  be  invdved  in  the  legislative 
p)xx)ess.  For  a copy  cf  the  videotape^  please  send  cadi^  dwcky 
money  order  (md/or  purchase  older foi'  $33.95  ( includes  postage) 
to  Iruiusioii  hworpomtedi,  1A36  Independence  Aoe.  SE^  Washington, 
DC^X)03’1536;  (202)  (20B)  5ttG4t}65  (fax),  Internet: 

Indusion@aoLcom. 


Women  and  Disability 

The  Intematioiwl  League  of  Societies  for  Persons  with  Mental 
Handicap  (ESMH)  has  recently  initiated  afour-“year  conprehen- 
sive  prc^iam  effort  on  behalf  of  women-  The  ILSMH  has  estab- 
li^ed  an  Action  Grotqp  on  Women  and  Disabilities,  directed  by 
Patricia  McGill  Smith,  NPND  executive  director.  The  Action 
Group  is  develcqping  positions  and  recoimuendaticms  regarding 
women  who  haw  cc^nitive  disabilities  and  their  caregivers.  In 
September,  at  the  International  Women’s  Conference  in  Beying, 
Patrida  McGill  Smith  will  represent  ILSMH  by  speaking  on 
“Women  Who  Care,  A Review  of  Gendei;  Disabilities  and  Family 
Life  for  Caregivers  of  Pecple  with  Mental  Disabilities.”  She  has 
conducted  a survey  to  ga^r  the  ideas,  beliefe  and  experiences  of 
women  who  care  for  those  with  disabilities,  and  welcomes  any 
additional  re^nses. 


Mark  Your 
Calendars! 

Fot'more 
irtformation, 
co7itact 
Gail  Jolmsmi, 
Ndlional  Parenl 
Net7Vork  on 
DLsabilities, 

1727 King  StrneL 
Suite 305, 
AZmwMfrio,  VA 
22314, 

(703)  6Sth6763 


The  NPND  1995  Annual  ('onfen'm  e 

“We  Have  Promises  lb  Keep” 

Septrmbrr  JKM  klolKT  2.  IW).") 

Si  .hmu*s  Hotel 
9r>0T\v(*nly-fn»rtn  Stn'et,  N\V 
WiLsJuiigton,  ().t\  2t)(X!7 

Ihnoi'huf: 

Dr.  Gimnor  Dybwad 

i*n>rifwor  EiiK'ritiLs 

of  I {( uuiui  I H'velopn  h m w . 
Unuukis  riiiversily,  WiUlliJuii.  M;iss. 

NPND  Keynote  Six’aker 

f xcno  Mitdu'iu'r 

MoUv'aiiotuil  s|M'ukt‘rmui  humorist 


ERIC 
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New  Pfis 

The  following  is  a list  of  neiv  Pamit  Tmining  and  hfonnation 
Centeis  (PTls),  This  list  includes  both  new  facilities  and  new 
bmnehes  of  ahmdy-existing  FTIs.  Many  of  these  new  bmnekes 
have  Ix^en  amUxl  to  sei^e  undeireinesented  and  undeiseived 
parents  and  families,  as  evident  by  their  oiyanizat  ion  names. 


Family  TIES  (Training.  Information, 
Education.  Support)  Network 
1240SMainSt.Apt117F 
Morton.  IL61550 
(309)266-9597 
(309)  263-3578  (fax) 

National  (Writer  for  Latinos 
with  Disabilities  (IL  Chapter) 

1921  S Blue  Island  Ave 
Chicago.  IL  60608 
(312)666-3393 
(31 2)  666-1 788  (TTY) 

(312)666-1787  (fax) 

AWARE  (Assisting  With  Appropriate 
Rights  And  Education) 

200  N Vineyard  Blvd,  Ste310 
Honoluiu.  HI  96817 
(808)536-2280 

Northern  Manhattan  Parent  Training 
and  Information  Center 
120W105St,  #L1 
NewYork.  NY  10025 
(212)666-1300 
(212)749-5021  (fax) 

Project  Empower 
PO  Box  851 
Greenville,  MS  38702 
(601)366-5707 

723 


MPACT  (Missouri  Parents  Act) 

3100  Main  St,  Ste  303 
Kansas  City,  MO  641 11 
(816)531-7070 

COPE  (Creating  Opportunities 
for  Parent  Empowerment) 

810  Potomac  AveSE.  IstFlR 
Washington.  DC  20003 
(202)543-6482 

Pathfinder  Family  Center 
Arrowhead  Shopping  Center 
16th  & 2nd  AveSW 
Minot  ND  58701 
(701)852-9426 

(701)  852-9436  (TTY) 

Rhode  Island  Pai  ent 
Information  Network 
500  Prospect  Street 
Pawtucket  Rl  02860 
(401)727-4144 

Parents  Active  for  Vision  Education 

49V0Arville 

Us  Vegas.  NV  891 18 

(702)  253-1939 


<1  ■ 


CHILDFINDER 

ChildFInder  can  help  parents  locate  chil- 
dren when  they  have  become  separated 
from  one  another.  The  rechargeable  batteiy-operated  sys- 
tem, wliich  works  in  most  indoor  and  outdoor  setting, 
includes  one  or  two  wireless  transmitters  to  be  worn  by  the 
child(ren)  and  a receiver  for  the  parent.  When  a cMd  wan- 
ders beyond  the  pre-set  range  (ac^justable  from  a few  feet  to 
more  than  1,000  feet),  warning  signals  are  emitted  and  a col- 
ored LED  display  pinpoints  the  child’s  location.  The  child’s 
transmitter  features  a panic  alarm  that  allows  the  child  to 
transmit  a signal  to  the  parent  with  a touch  of  a button. 
Gavrity  Electronics,  Highland  Park,  NJ  08904 

Circle  # 195 

DESTINATION:  RAIN  FOREST 

Destination:  Rain  Forest  is  an  interac- 
tive CD-ROM  that  combines  learning 
about  the  South  American  rain  forest 
with  activities  encouraging  vocabulary- 
development,  reading  and  writing.  Users 
can  create  interactive  electronic  books; 
color  or  black-and-white  printed  art^ 
work;  poetry^  on-screen  puppet  plays  and  theater  produc- 
tions; jomnals,  diaries  and  letters;  research  reports  and  mul- 
timedia presentations.  Users  select  from  a variety  of  back- 
grounds, on  which  they  place  “stickeis”  iUustrating  people, 
plants  and  ariimals.  Tliey  can  incorporate  music,  spoken  dia- 
logue  and  animation  to  create  tiieir  ovm  adventures.  The 
program  is  available  in  both  Windows  and  Macintosh  ver- 
sions and  is  TbuchWlndow-compatible. 

Edmark  Corporation,  Redmond,  WA  9807^^^?!  18 
Clrde#l96 

OESKCASE 

With  its  wide  base  and  tapered  top,  the  DeskCase  provides  a 
stable,  sturdy  working  environment  tliat  can  acconmiodate 
a wheelchair.  The  unit  includes  two  ac^justable  shelves  and  a 
wnting  desk  with  torso  cut-out  for  easy  access.  It  is  avail- 
able in  a natural  wood  finish,  or 
Formica  with  a choice  of  up  to  three 
colors.  Optional  accessories  inc  lude  a 
wide  desk-side  shelf  for  a computer 
monitor,  and  a holding/supixjrt  bar. 

Kids  in  Mind  by  Goshen 
Enterprises,  Fair  I,awn,  NJ  07410 
Circle  #197 


BABY’S  BCX)K  NOOK  & NEO  NOOK 

Baby’s  Book  Nook  is  a clear  acrylic  three-part  frame 
desired  to  hold  drawings,  photographs  and  iUustiated  chik 
^rsns  books.  It  is  intended  to  encourage  curiosity,  visual 
stimulation  and  development  of 
early  physical  skills— reaching 
toward  the  pictures,  leaking  from 
side  to  side,  lifting  the  head  and 
bearing  weight  on  the  arms.  This 
product  is  also  suitable  for  use 
with  older  children  with  disabili- 
ties. The  Neo  Ncxik  is  a smaller  version  that  fits  in  a bassinet 
and  is  suitable  for  use  with  infants  weighing  up  to  12 
pounds.  Both  models  include  three  black-and-white  visual 
stimulation  cards. 

The  Baby  Look -Company,  Grand  Rapids,  MI  49503 
Circle  # 198 

WEAR-EVER 

WLAR»EVER  incontinence  imderwear  is 
designed  to  provide  better  protection  than 
disposable  alternatives.  Made  of  Hypersorb 
fabric,  these  lightweight  undergarments 
pull  urine  away  from  the  skin,  dry  quickly 
and  can  be  washed  up  to  200  times  without  losing  absorben- 
cy. Waterproof  liners  protet;t  outer  clothing.  Children’s 
styles— available  in  small,  medium,  arid  large  sizes,  for  boys 
or  girls— come  in  a choice  of  eight-  or  l&ounce  cfqracities. 
The  pull-on  style  is  also  available  in  extra-large. 

TMI  Healthcare  Products,  Inc.,  Rougemont,  NC  27572 
Circle#  199 

TOP  END  U’L  EXCELERATOR 

Designed  especially  for  yoimg  riders 

the  TOP  END  U’l  Excelerator  is  a 
lightweight,  hand-crank  cycle  for  chil- 
dren who  cannot  pedal  using  leg 
power.  Available  in  12-  and  14-inch 
widths  and  heights,  this  three-wheeled 
cycle  features  an  acijustable  seat  witli  a 
two-mch  cushion,  a smooth  three-speed  shifter  in  an  easy-to- 
teach  position,  20-inch  performance  wheels  -with  knobby 
tires  and  ac^justable  dual  footrests  with  safety  str^.  A par-k- 
ing brake  is  standard.  Optional  accessories  include  horizontal 
handles,  seat  restraints  and  custom  colors. 

TOP  END  by  Action,  Pinellas  Park,  FI.,  34G65 
Cirdft  #200 
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Tke  Magaxlne  for  Fa«»lei»  and  Profraalonala 

Library 

You  can  order 
any  of  the 

books  listed  here  with 
the  coupon  below  or  by 
calling  (800)  535-1910 


disability,  GENERAL 


Your  Child  and 
Health  Care 
A ^DoUars&Sens^ Guide 
FwnUiesuMSpedalNee^ 

LR.  Rosenfield,  LC.S.W.,  Ph.D. 
This  resource  helps  parents 
negotiate  the  maze  of  financial 
assistance  programs,  organiza- 
ticns,  and  government  services. 
Yon  will  be  able  to  seek  services 
and  assistance  confidently  from 
all  sources. 

PBliSOO  $29.00 

Count  Us  In 
GrowtuQ  Up  u)Uh  Down 
Syndrome 

J.  Kingsley  &M.  iFAm 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB0730S  $9.95 


SI’llll'I'S  . 

|{i:hm:\ti(I\ 


Sports  and  Recreation 
FOR  THE  Disabled 
Second  Edition 
MJ.Paciorek&JAJones 
a book  designed  to  make 
dreams  come  true!  More  than 
50  activity's  are  fully  desiTibed, 
from  all-lerrain  vehicles  to 
I wilderness  experiences, 

I individual  ami  team  sports. 

C01160D  $32.00 


Pianning  for 
the  Future 

Providing  a Meaningful  I4fe 
for  a Child  with  a DinabUUy 
^fter  Your  Death 

Mark  Russell 

MK)240D  $24.95 


COCTPtHcr 
Rtsoiiocsfor 
People  wMh 
DiuA)Mcs 


Taking  Charge 

Overcoming  the  Challenges  of 
Long-Term  illness 
I PouiN,  M5.W.  & S JC.  Golant,  MA 
Designed  to  help  the  chronically 
ill  person  understand  why  you’re 
feeling  the  way  you  do  and  to  real- 
: ize  that  your  emotions  are  nor- 
mal, natural  and  predictable. 
Coming  to  terms  with  reality, 

RH1070D  $22.00 


Raising  A Chiu)  Who 
Has  a Physical 

DiSABILirY 
A Medical  Primer 

D.G.  Albrecht 

This  book  will  make  your  job 
easier.  Compassionate,  help- 
ful, and  based  on  real-life 
experience,  it  will  help  you 
handle  every  facet  of  raising 
and  loving  your  special  child. 
JW1210D  $12.95 


Facilitated 

Communication 

ne  Clinical  and  Social 

Phenomenon 

Edited  by;  H.C.  Shane,  Ph.D. 

An  up-to-date  exploration  od 
the  controversial  topic  of  FC 
and  also  the  current  under- 
standing of  learning,  commu- 
nication, and  movement  in 
persons  with  developmental 
disabilities. 

SPllSOD  $45.00 


IWlSH... 

Drecuns  & Realities 

of  Parenting  a Special  Needs 

Chad 

Kate  Dimne  McAnaney 
a book  about  confiict,  courage 
and  creative  solutions. 

CP074CP 


Computer  Resources 
FOR  People  with 

DlSABIUTESMCttWe 
to  Exploring  Today's 
Assistive  Technology 
The  Alliance  for 
Technouwy  Acci:ss 
Provides  user-friendly 
support,  Information,  and 
' up-to-date  answers. 

HP0870D  $14.95 


cipecinl  Inw-nl, 
■Sj)cci(i!('hil(! 


Sullivah 


The  Complete 
Dikectohy  for  People 

WITH  DISABIUTIES 

Edited  by  L.  Mackenzie 
A one-stop  sourcebook  for 
individuals  and  professionals; 
products,  resources,  books 
and  services. 

GHllSOD  $145.00 


The  Illustrated 
Directory  Of 
Disability  Products 
Edited  by  M,  Mace 
Shows  hundreds  of  products 
along  with  names,  addresses 
and  phone  numbers  providing 
customers  with  the  informa- 
tion to  make  the  best  decision. 
TP0260D  $12.95 


Special  Parent, 

Special  Child 

Patents  of  Children  WUh 
Oisabiliiies  Share  Their 
T)riai8,iyiamphs,and 
HatrLWonUisdom 

T.  Sullivan 

Inspiration  and  Information 
for  facing  the  challenges  of 
being  a special  parent. 

1 GP1050D  $21.95 
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Feeung  Fit 

A Professionally  dosignod 
low  impact,  low  intensity  aerobic 
cxcercisc  program  for 
individuals  with  developmental 
disabilities. 

001030D  VIDEO  $24.95 


It  Isnt*  Fair! 

Siblings  of  Children 
with  DisabiUUes 
Edited  BY  S.D.  Klein 
&M.J.SCHLEIFER 
Features  chapters  by 
parents,  siblings  and 
professionals. 

EPOOIEP  $14.95 


Effective  Intervention 
For  Self-Feeding 
Success 

CA.  Nelson,  Ph.D.,  OTR 
An  effective  and  easy  to  follow 
video  program  for  parents 
which  provides  the  tools 
needed  to  he  siiecossful  in 
moving  your  child  toward 
independent  self-feeding. 
ED0780D-VIDEO  $99.95 


Potty  Learning  For 
Children  Who 
Experience  Delays 

S.R.Hays,M.S.,R.N.,C.R.R.N. 
This  vkiec  presents  a unique 
developmental  approach  to 
supporting  the  child  in  learn- 
ing independence  in  the  man- 
agement of  “bathroom’'  skills. 
ED0770D-V1DEO  $39.95 


I 


Negotiating  the 
Special  Education 
Maze:  A Guide  for  Parents 
and  Teachers,  2nd  Edition 
Anderson,  Chitwood,  & Hayden 
Easy-to-follow  guide  to  the 
special  education  system, 
demystifies  the  system — 
beginning  with  the  very  first 
evaluation  through  the  design 
of  the  lEP. 

WB0190D  $14.95 


Children  WITH 
Disabilties 

A Medical  Primer 
M.L.  Batshaw,  M.D.  & 

Y.M.  Perrett,  M a 
For  parents  and  professionals. 
Over  200  detailed  illustrations, 
an  extensive  glossary,  and  a 
section  on  syndromes. 
P60710D  $29.00 


DOWR  SYNDROME 


Teaching  Reading  To 
Children  with  Down 
Syndrome 

A Guide  for  Parents  and 

Teachers 

P.L  OawEW 

The  only  book  on  this  subject,  it 
describes  a nationally  known 
reading  program  that  ensures 
success  by  presenting  lessons 
which  are  imaginathe  and 
functional. 

WB120DS  $16.95 


Communication  Skiuus 
IN  Children  with  Down 
Syndrome 
A Guide  for  Parents 
Libby  Kumin 
Parents  learn  how 
communication  skills 
progress  from  infancy  through 
the  early  teenage  years. 
WB031DS  $14.95 


Medical  & Surgical  Care 
\ FOR  Children  with  Down 
Syndrome 

A Guide  for  Parents 
L.  KtiMiN,  Ph.D,,CCC-SLP 
Provides  parents  with  a wealth 
of  information  about  speech  and 
language  development  in 
children  with  Down  syndronu‘. 
WB123DS  $14.95 


INJURY  - 


When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
onFamiUes 
Marilyn  Usii 

Topics  include*  preparing  for 
hosjillal  visits,  reaction  to 
loss,  h(‘lping  sihling.s,  and 
coping. 

EP005ML  $4.50 

(iHclndM  dipping  churgrs) 


When  Young  Children 
ARE  Injured:  FamiUes 
as  Caregivers  in  BospUais 
and  at  Home 
J.  Haltiwanger  & M . Lash 
a book  about  the  family’s  role 
in  caregiving  when  a young 
child  is  injured. 

EP085ML  $7.50 

( Includes  shipping  charges) 


When  Your  Child  Goes 
TO  School  After  an 
Injury 

Marilyn  Lash 
Issues  parents  need  to 
confront  about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(Includes  skipping  charges) 


Head  Injury  And 
The  Family 

A Life  And  living 
Perspective 

AE.  Dell  Orto  & P.W.  Powt:r 
Focuses  both  on  how  the  fam- 
ily can  adjust  and  sur\dve  the 
trauma  related  to  head  injur5\ 
as  well  as  become  a partner 
in  the  treatment,  rehabilita- 
tion, and  adaptation  process. 
GR1090D  $29.95 


ATTENTION  DEFIOITyiSd R D E R, 


' CHILDREN’S  BOOKS 


My  Buddy 

AOsofsky 

Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
HH096CB  $5.95 


Howie  Helps  Himself 

J.  Fassler,  Pictures  by  J.  Lasker 
Designed  to  help  the  child  with  a 
disability  and  the  sibling  identil)’ 
with  some  of  the  joys,  stresses 
and  strains  of  a disability. 
AW112PD  $13.95 


Baby  Book 

for  the  DevelopmentaUy 
ChaUengedChiid 
R.  Mathews 

a unique  approach  to  the  tradi- 
tional “Bab>'  Book”  designed  for 
children  with  de\-elopmental 
disabilities.  Special  sections  for 
medical  histories  and  Mom  and 
Dads  feelings. 

HD1220D  $25.00 


Help!  This  Kid’s  Driving  Me  Crazy! 

The  Young  Child  with  Attention  Deficit  Disorder 
L.  Adkins  & J.  Cady 
Information  about 
typical  behavior 
characteristics; 
suggestions  on  how  to 
foster  the  development 
of  appropriate  behavior. 

$5.00 
$89.00 


PE040-VIDE0 


Fm  THE  Big  Sister  Now 
M&ftOKT, 

IllusiraikdbyG.(>\ws 
How  the  loving  care  of 
family  and  friendi  can 
influence  and  benefit  the 
quality  of  life  for  children 
with  mental  retardation 
and/or  physical  disabilities. 
AW113S1  $13.95 
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j Mail  to:  Exceptional  Parent,  Dept.  EP9508,  P.O.  Box  8045,  Brick,  N.J.  08723 
I Or  caU  (800)  636-1910 
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Children’s  Page 


Of  five-yearold  Blain  big  sister  Caitiin 
says,  “I’m  proud  she  is  my  little  sisterl” 


Fm  Proud  of  My  Sister 


by  Caitiin  CrossmaI^ 


My  sister,  Blair,  is  a twin.  Her  twin 
sister  is  Taylor.  Blair  has  cere- 
bral palsy.  When  she  was  a 
baby,  she  couldn’t  pronounce  words. 

Last  March,  Blair  had  surgeiy,  and  I felt 
sad.  Blair  has  braces  and  a wheelchair 
and  a walker. 

When  we  go  out,  people  come  up  to 
me  and  ask  me  what  is  wrong  with  her. 

I say,  “Blair  has  CP,  but  she  is  still  a 
part  of  my  family  and  I love  her  veiy 
much.” 

I ana  h£^)py  I am  Blair’s  big  sister,  and 
I am  proud  she  is  my  little  sister!  ep 


Caitiin  and  Blair  paused  for  a photo  in 
front  of  the  Christmas  tree  on  their  way 
to  a holiday  concert  in  December  1 994. 


Caitiin  Crossman,  7, 

lives  in  Haymarket,  Virginia..  In  September, 
Caitiin  ivill  be  a second  gtader  at  Mountain 
Vieu)  Elementary  School.  Her  hobbies  incliide 
gymnastics,  horseback  riding,  drawing  and 
writing. 

Heins  Blair  and  Taylor,  6,  will  also  be 
attending  Mountain  View  Elementary  in 
September;  Blair  will  join  an  inclusive  kinder- 
garten class,  and  Taylor  will  be  a first  grader. 


Wearing  their  shades,  the  Crossman  girls,  (from  left)  Caitiin,  Taylor 
and  Blair,  enjoy  a day  at  the  beach  during  a 1993  family  vacation  at 
Nags  Head,  North  Carolina. 


The  Children's  Page  welcomes  contributions  from  children  witti  disabilities,  their  siblings  and  their  friends.  Be  creative!  Send  your  stories,  photos  and  artwork 
to:  Cliildrtn*s  Page,  Exceptional  Parent,  209  Harvard  Street.  Suite  303,  Brookline.  MA  02146-5005. 
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^^'1tLr-CA^H  rEl)lA^RICANDAlX)L^SCl:NlC^THEJLIiS 

• VIDEO  GUIDE  TO  INTERMITTENT  SELE-CATHETERIZATION  EOR  llO)s  AND  (,IRI  s 

• MENTOR  REDIATRIC  CLOCK 

• TOORIE^OLORING  BOOK 

• PARENT  GUIDE  TO  INTERMITTENT  CAThETERIZAElON 

• SELE-CATH  ACCESSORIES  • 
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Featuring  comfortabte,  four . 
point  support  the  tJttte-Hug 
accommodates  children 
from  33  to  42  in.  and  the 
Big-Hug  accommodates 
children  43  to  53  iri, 

Each  durable  and 
functionat  Hug  provides: 

The  therapeutic  benefits 
of  standing. 

Height  adjustable  chest 
and  pelvic  supports. 

Adjustatie  knee  paB  height 
and  foot  restraints. 

• Easily  detachable  stand  tor 
compact  storage  or . 
transportation. 

• Detachable  tray.  > ' 

Designed  with  comfort  ^d 
safety  in  mind,  eachietander 
cradles  a child  in  a great  big, 
comfortable  and  safe  Hug. 

For  more  information  call: 

1-800-631-7277»r,, 

1-517-787-1600^ 

Come  on,  call  to^V 
getaHugl 
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Ford  Motor  Company  understands  that  a physical 
disability  doesn’t  mean  life  can't  be  rewarding.  For 
many,  there’s  no  greater  reward  than  the  feeling  of 
freedom  and  independence  that  comes  from  driving. 

That's  why  your  Ford  and  Lincoln-Mercury  dealers 
want  your  active  life  to  include  a new  1994  or  1995 
Ford  or  Lincoln-Mercury  car  or  van  or  Ford  light 
truck.  And  that's  why  the  Mobility  Motoring  Program 
was  created ...  to  make  adapting  your  new  Ford  or 
Lincoln-Mercury  product  easier  and  more  rewarding! 

A SMOOTHER  ROAD  TO  TRAVEL 

Mobility  Motoring  starts  with  a toll-free  call.  You'll 
know  you’ve  arrived  when  your  Ford  or  Lincoln- 
Mercury  dealer  hands  you  a ciieck  lor  up  to  $750 
toward  the  installation  of  adaptive  driving  or  passen- 
ger equipment.  There's  nothing  for  you  to  send  in  .. 
and  there's  no  waiting  for  your  check! 

You’ll  also  receive  a complimentary  Ford  Cellular 
Telephone’  and  Roadside  Assistance*  for  the 
duration  of  the  bumper- to  bumper  limited  warranty 


MOB/l/TY  .U. 
MOTORirsK^V 

PROGRAM 

INFORMATION  YOU  NEED  ... 

FOR  INFORMED  DECISIONS 

The  Ford  Mobility  Motoring  Program  also  provides ... 

« friendly  toll-free  and  special  “TDD"  inlormation 
lines  to  answer  your  questions 

■ a list  of  nearby  assessment  centers  authorized  lo 
provide  a “prescription"  for  your  vehicle's  adap- 
tive equipment. 

■ a list  of  local  adaptive  equipment  dealers  and 
installers. 

■ sources  of  funding  which  may  be  able  to  provide 
assistance  in  addition  to  the  amount  you  receive 
from  the  Mobility  Motoring  Program 

Best  of  aii,  you  get  Fofd  Motor  Company's  products 

and  services.  A Company  where  quality  and  service 

are  always  “Job  //" 


So  whether  your  life  demands  a new  Ford  or 
Lincoln-Mercury  car  or  van,  or  Ford  light  truck  . . . 
just  call  1-800-952-2248  (for  TDD  users: 
1-800-TDD-0312).  You'll  discover  that  Mobility 
Motoring  is  your  kind  of  reward! 


FrHNMbtttyNUttriiigVMMl 

This  video  shows  how  easy  it  is  to  open  the  door  to 
Mobility  Motoring  rewards.  You’ll  meet  people  who 
have  learned  that  the  process  is  really  simple.  You'll 
also  see  how  Ford  products  adapt . . tor  versatility, 
convenience  and  just  plain  motoring  fun.  Just  ask  tor 
your  free  video  when  you  call  us 

PROGRAM  PERIOD 

October  1 . 1994  - September  30. 1995 

' Cuslomer  is  tesponsible  tot  a 12 1 day  minimum  aclivalion  on  the 
Ford  Cellufat  System  Some  loC3l  individual  cat  nets  may  leqinie 
a hnget  agteemeni  as  »w//  as  othet  tciated  setvice  and  usage 
chatges.  so  acceptance  is  optional  to  be  eligible  lot  the 
complimentary  Fotd  Cellulat  telephone,  the  customer  must  also 
live  m an  area  coveted  by  the  Fotd  Cellulat  System  at  the  lime  ot 
the  purchase  or  lease. 

•'  Ask  youi  dealer  tot  a copy  ot  the  limited  watianty  and  complete 
details  ot  the  Roadside  Msislancc  Plan  Vehicles  coveted  by  tt)e 
Lincoln  Commitment.  F- Senes  Ptelened  Cate  or  Red  Carpet 
L ease  plans  have  additional  benetits 


A NEW  ( AK,  VAN  OK  I U.HT  TRIKK  ...  AUAtMlVf  t:(|U.I PMt  NT  ...  AND  ON-THE-SPOT  CASH! 
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Choices,  Quality,  Respect 

Educating  children  is  a challenging  responsibility  for  parents  and  professionals.  In 
this  our  23rd  education  issue,  parents  and  professionals  discuss  this  challenge — ^they 
share  stories  of  successes,  along  with  ongoing  concerns.  Many  praise  inclusive  pro- 
grams; others  argue  convincingly  against  inclusion  for  some  chil- 
dren with  disabilities.  It  is  clear  tiiat  experience  and  research  can 
provide  guidelines,  but  they  cannot  provide  any  absolute  solutions. 

Exc  eptional  Parent  supports  inclusion  and  alternatives  to  inclu- 
sion. Most  of  all,  we  support  the  eApertise  of  parents  as  they 
endeavor  to  make  wise  choices  for  their  children  and  families. 

IDEA:  Your  support  needed 

At  the  national  level,  we  are  fortunate  that  people  like  Assistant 
Secmtaiy  of  Education  Judy  Heumann  continue  to  advocate  for 
children  with  disabilities  and  their  families.  In  this  issue,  Judy 
describes  current  efforts  in  Congress  to  reauthorize  the  Individuals  with  Disabilities 
Education  Act  (IDEA).  Tlie  IDEA,  a law  signed  just  20  years  ago,  has  revolutionized 
our  country's  approach  to  the  education  of  children  with  disabilities.  We  applaud  Judy 
and  her  colleagues  for  proposing  important  “parent-friendly”  mcxlifications  in  the 
law — ^more  parental  participation,  mediation  of  disputes  and  support  for  Parent 
TVaining  and  Information  Centers.  At  a time  when  many  political  leaders  ar  gue  for 
dramatic  change,  we  urge  our  readers  to  speak  up  in  support  of  the  IDEA’S  reautho- 
rization and  these  proposed  mcxlifications. 

1995  Exceptional  Parent  Education  Awards 

In  collaboration  with  the  National  Asscx^iation  of  State  Directors  of  Special  Education 
(NASDSE),  we  have  recognized  programs  that  illustrate  quality  education  for  all  chil- 
dren. These  programs  demonstrate  v hat  can  happen  when  dedicated  professionals 
and  parents  work  together  to  assure  that  every  child  is  welcome  and  every  child 
learns.  Gcxxl  education  requires  far  more  than  philosophies  and  finances;  most  of  all, 
it  requires  caring,  thoughtful  people  who  know  that  delivering  quality  education  is 
always  hard  work. 

Although  most  awards  go  to  inclusive  settings,  we  also  honor  programs  that  are  not 
as  inclusive  as  some  would  advocate.  We  believe  ihat  all  children — ^with  or  without 
disabilities — deserve  an  education  that  respects  their  individual  needs. 

Respect  for  differences 

Many  recent  issues  have  featured  “Readers  Talk  About,”  a f ^rum  for  parents  to  dis- 
cuss perspectives  on  a variety  of  subjects.  Sadly,  differing  opinions  about  education 
are  not  always  respected.  Some  people  believe  every  child  should  be  educated  in  the 
regular  classroom  and  criticize  parents  who  decide  their  children  are  best  seived  in 
other  types  of  programs.  Similarly,  Ex('EITIoxal  Pareni'  has  been  criticized  for  accept- 
ing advertisements  from  and  writing  about  pri\Tite  educational  and  residential  pro- 
grams. Tliis  all-too-c’onunon  climate  of  animosity  makes  this  issue’s  “Readers  Talk 
About”  that  much  more  impressive;  in  story  after  stoty,  parents  with  strong  individual 
opinions  on  ( ducational  placement  go  out  of  tlieir  way  to  exi^ress  respect  for  those 
who  have  made  different  choices.  These  parents  understand  the  message  Exceitional 
Pai^ent  tries  to  express  in  every  iasue — ^that  good  choices  for  children  are  more 
inijx>rhint  tlian  loyalties  to  ideologies  thal  too  often  ignore  the  fact  that  parents  know 
their  own  children  be.st. 

To  be  continued... 

Bt'caus(»  we  have  mi  abundanc(‘  of  impoHmil  material  on  education,  we  will  present 
nioie  aHicles  on  this  topic  in  Uie  Oclober  Issue.  We  appreciate  the  iissistmu  i*  we 
rccejv^txi  from  NASDSE — an  orgjiniziition  that  deserves  mi  avvmxl  of  its  own— mid  the 
effoits  of  everyone  who  submitted  award  nominations. 
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Outcomes:  Posture,  function,  and  mopity  improved. 

Comments:  Bobby  shows  greater  endurance  and  activity  in  the 
GS  Cushion  and  Back. 

Foilow-up:  Adjustments  wiil  be  easy  to  make  as  Bobby  continues  to  grow 
and  dwelop. 

' Jay  GS:  Simple,  cost-effective  children’s  seating. 
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Thanks! 

IVe  been  reading  your  magazine  for 
almost  five  years.  I’ve  loved  every 
issue  and  read  eac  h one  cover  to 
cover.  I 

Tlirougli  your  magazine  I’ve  found  a ! 
diaper  service  for  my  six-year-old 
daughter  and  discovered  equipment  | 
tltat  she  could  use.  But  most  of  all,  | 
your  magazine  has  helped  me  to  j 

acc-ept  the  way  our  lives  have  turned  I 
out.  Your  articles  always  have  some-  | 
tiling  to  do  ivith  what’s  hapi>ening  in  j 
our  lives.  Thanics  for  a wonderful  way  | 
to  keep  in  touch  with  others  who  ! 

understand. 

Lynn  Sch ienneijc^' 
AHingtonj  Texas 

I 

■ Seminars,  parent  group  meetings, 
mail  correspondence  with  others — 

I’ve  been  there,  dorie  that,  tried  it  My 
true  strengtli  has  (*ome  from  evor.yday  | 
life  with  my  son  and  from  ExcEi^r-  i 
lONAL  Parent.  | 

I look  forwaid  to  each  issue  with  i 

such  enthusiasm.  Although  the  stories 
in  the  magazine  are  alkout  children 
with  a wide  variety  of  disabilities,  they  | 


are  all  portrayed  so  honestly.  The  sto- 
ries and  pictures  are  fiom  the  very  best 
source— parents.  And  even  if  some  of 
the  stories  are  sari,  they  make  our  fam- 
ily stronger  and  more  appreciative  of 
life  with  our  son,  Michael  Junior. 

Thank  you  for  showing  chilcli’en 
in  their  true  light  They  are  all  beauti- 
ful, and  they  all  deserve  to  be  seen  and 
heard. 

L.Z.,  Netv  Jeiseij 

Safety  First! 

I have  been  very  surprised  at  some  of 
the  advertisements  for  bicycles  in 
ExcetooN/VL  Parent.  Even  my  two- 
year-old  son  could  see  the  problem 
with  these  ads.  He  looked  at  the  pic- 
tures and  said,  *They’re  not  very  safe. 
Mommy.”  He  was  riglit!  Both  ads 
pictured  children  riding  bikes  wWurut 
helmets. 

I am  quite  stu  e yom*  magazine  does 
■not  want  to  promote  tlie  creation  of 
more  children  with  disabilities  by 
encouraging  head  ixyuries.  ExcEmoNAL 
Parent  owes  its  readers  sensitivity  {o 
safety  issues  and  responsible  ailverl  is- 
ing  for  products. 


I I called  the  toll-free  number  for  oite 
I of  these  advertisers.  When  I com- 
I plained  tliat  the  dtildren  in  tlieir  ads 
j were  not  w^eiuing  helmets,  I vvas  told 
: that  was  intentional — ^so  the  photos 
I would  ‘‘look  good.”  Has  this  advertiser 
i thought  about  iiow  tlie  potentially 
j devastating  results  of  an  accident 
I without  a helmet  w^ouJd  “look?” 
j Three  cheers  for  parents  and  care- 
1 givers  who  teach  their  children  that 
helmets  mean  safety.  VVhen  neighbors 
ask  my  children  why  tliey  wear  hel- 
mets, my  kids  reply  that  it’s  “because 
Mommy  loves  me.” 

I I hope  ExcEiTioNAi.  PMirim  will  ask 
I future  advertisers  to  put  safety  abov^e 
I “looking  good.”  Please  be  a responsible 
j magazine. 

I Ma^ie  Baca 

I Bear,  Delaware 

j 

i Ei)nx)R's  Ni/iic:  We  agtee.  We  flow  asked 
^ our  adwHisos  to  revise  these  ads. 

i 

I 

I These  Ads  Don’t  Belong  Here! 

! I subscribed  to  Exceehonai.  PAirENi' 

I magazine  for  up-to-date  information 
! and  support  as  I raise  three  children 

continued  on  page  6 


EPTIONAL 


^ 7b  roich  out  to  parents 
of  childrmmd  young  adidts 


mth  disabilities  or  J special 
health  care  needs  and  to  the 
profmionctis  who  sme  families 


1b  empower  pamits  and 
profeisionais  by  providing 
practical  information  and 
emotional  support 


Eiithih  Um 

USA  BUiMBEROt  J.D.,  Coiprito 
AUorncy,  Aet/w,  Hartford,  CT 
X BERRY  BRAZEtTON,  M.D.,  Clinical 
hrofeasor  Eineritut  ol  l^inllatrics. 
Ha:vayd  Medical  School,  Boston,  MA 
CHARLENE  B;}TLER,  C4.D,  Vm[6tn\, 
Aivwrican  Arademy  for  Cerebral  Miy 
a/id  l)ev(ri3praental  Medicine. 
Roaemont,  IL 

FRAPCES  r.  CONNOR.  Profettor 
CmerHa  Special  Education,  Coiumbh 
Unlvanlty  Tsadrert  Colege,  New  YotK  NY 


ALIEN  C CROCKER,  M.D.,  Dilator, 
Dcvsiopment/il  Evaluation  Ccnler, 
Children's  Hospital,  Boston  MA 
Etl  FACTOR,  D.M.Dh  Parent,  President, 
Wheelchair  Motorcjcle  A&wciatlon, 
BfccWon,  MA 

MURRAY  F2ING0LD,  M,D„  Physician 
in ‘Chief,  Natio>nai  Birth  Defects  Center, 
Wamiarn,  MA 

SANDiU;.  B.  FlflSHMAN,  Pareal, 
Project  director.  A V/OSJJ)  OF 
DIFFERENCE  Institute,  Anti- Defamation 
)<eaj(ue.  Boston,  MA 
BRUCE  M.  CANS,  M.D^  President. 
Rehabilitation  institute  of  Michigan, 
Detroit,  Ml 

SOL  GORDON,  Pb.O.,  Messor 
ErieiiHis,  Child  and  Family  Studies, 
Syracuse  linivervily,  Syracuse,  .NY 
STANLEY  I.  GREENSPAN,  M.D., 
Cllniral  Professor  u(  Psychiatry  and 
Behaviors)  Pediatrics,  George 
Washiogton  University  Medical  School, 
Washington.  DC 

HERBERT  J.  G(?OSSMAN,  M.D., 
Professctr  of  Pediatrics.  Neurology,  and 
Psychiatry,  Univ.  of  Michigan  Medical 
Cent-r.Ann  Arbor,  Ml 
DAVID  HIRSCH,  M.D.,  Pheenix 
Pediatrics.  Phoenix.  AZ 


GOODWIN  D.  K.ATZEN,  Former 
Executive  Direrdor,  Rockland  County 
Center  for  the  FhystcaL'y  Handicapped. 
Pomona,  NY 

SUSAN  M.  KLEIN,  Pb.D.,  Professor 
of  Special  Education,  Schuof  of 
Education,  htdiena  University, 
Bloomin^on,  IN 
niNAL0EBL,Ed.U„011l, 

Associate  Professor,  Department 
of  OccuiwUonsl  Therapy,  School 
of  Education,  New  York  University, 

New  York,  NY 

EDWIN  W.  MARTIN,  Ph.D.,  President 
Emeritus.  National  Center  for  Disability 
Serviceti.  AK^rtson, 

JAMES  MAY,  M.A.,  M.Ed.,  Project 
Director,  National  Fathers'  Network, 
PsItevue.WA 

JEAN  B.  McGREW,  Ph.D., 
Supcrlnterident.  Gtenbrook  School 
District  «225.  Clenvicw,  (L 
EDWARD  NEWMAIV,  Ph.D.,  Professor. 
Tctnpte  University  School  Social 
Adi, ministration,  Philadelphia,  PA 
BETTY  FENDLER,  M.S.,  Phtent, 

Member,  New  York  Sbde  Devrtopmeniai 
Uisabililies  Uannlng  Council,  N«v  Yo.-k.  NY 
STEVEN  P.  PERLMAN,  D.D.S., 
M.Sc.D<»  Associ-.ile  Olnical  Professor 
Boston  University  School  of  Dentistry, 
Boston,  MA 


HARVEY  PRESSMAN,  President. 
Cerper^Hon  for  Opportunity  Expansion, 
Newion,  MA 

SIEGFRIED  M.  PUE5CHEL  M.D., 
Parent,  Prof,  of  Pediatrics,  Brown  Univ. 
School  of  Medicine,  Providence,  RI 
RICK  RADER,  M.D.,  Director, 

Institute  for  Developmental  Medicine, 
Orange  Grove  Center,  Chattanooga  TN 
PEGGY  MANN  RINEHART,  BA.,  Parent. 
Director  of  Communications,  Center  for 
Children  with  Chronic  Illness  and 
Disability,  University  of  Minnesota, 
Minneapolis,  MN 

JEROME  ROSNER,  O.D.,  Profe.<isor 
of  Pediatric  Oplometty.  University  of 
Houston,  Houston,  TX 
H/iiULVN  ROUSSO,  AC.S.W.,  Director. 
Disabilities  Unlimited  Counseling  & 
ConsulWivr  Service,  New  York,  NY 
BARBARA  J.  SFABURY,  MA,  Director. 
Child  Life  Dept.,  Rliode  IsltrMl  Hospital, 
Providence,  RI 

aeWARD  SHANF.,  Pb.D.,  Director. 
Ccmmunicallons  Enhancement  Center, 
Children's  Hospital,  Boston,  MA 
CAROL  TINOEY.  Ph.D.,  Pareiil. 
Psychologist,  University  of  Utah 
Hospital,  Salt  Lake  City.  UT 
HAROLD  TURNER,  D.D.S., 

Associate  Professor,  Retired,  School  of 
Graduate  Dentistry,  Boston  University, 
Boston,  MA 


EXCEPTIOHAl  PAREHT  / SEPTEMBER  10P5 


a 


•¥• 


ITiis 
Chai 
Everything 


You  asked  for 
a change  in  augmentative 
communication.  One  that  vy/ill 
help  build  a better  future  for  those 
with  speech,  learning,  and  physical  disabilities. 
And  we're  pleased  to  announce  that  change 
has  come.  Introducing  the  DynaVox  2 family  of 
augmentative  communication  devices. 

Smarter,  lighter.  More  flexible.  With  built-in 
environmentai  control,  wireless  computer  access,  8 or  20 
megabytes  of  memory,  and  your  choice  of  monochrome 
or  color  display.  All  at  a very  affordable  price. 
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And  that's  only  the  beginning. 

Because  v^  o' re  also  pleased  to  introduce  DynaVox  2 
Software  for  DOS  and  Macintosh.  Now  you  can  turn  you. 
computer  into  an  augmentative  communication  device  to 
do  client  assessments  ana  training.  And  you  can  easily 
transfer  files  between  DynaVox  2 devices  and  your 
computer  - without  taking  away  a user's  unit. 

DynaV(.*x  2.  It's  the  kind  of  change  that  can  make  a 
difference  in  people's  lives.  A change  we  can  build  on 
together,  to  create  a whole  new  era  in  the  freedom 
and  power  of  speech. 

If  you'd  like  to  know  more,  please  give  us  a call 
at  1-800-344-1778.  ^ ^ 

t^entient  > 

^ Technology,  Inc. 

* Clrcl#»iei 


For  more  information  on  Apple 
product,  contact  us  at  800-600-‘;’8()8, 
800-:^S5-0601  (TTV).oron  the 
internet  at  apple\vdsg(o' eworkl.com. 


» , . ( «»,  r ; I,  r.-/. ..  . n..»  vv-  .'N  • . II-  ■'  .«•  t 

u-t  ,i  / Vi*.  ‘ •»;<'<. f - Ki  • 

. . ./ ► /■  J I.  ft-  /.. 


ERJC EXCEPTIONAL  PARENT  / SEPTEMBER  1995 


continued  from  page  ’tt 
with  cievelopmentai  disabilities.  You 
say  the  purpose  of  tlae  maga2dne  is 
“to  reach  out  to  parents. . .,  to  enei:gb*e 
parents. . , and  to  empower  par- 
ents. . .”  Many  of  your  articles  accom- 
plish these  goals  and  are  uplifting  as 
well.  I thoroughly  eryoy  most  of  the 
featuies  and  read  the  magazine  cover 
to  cover. 

However,  I am  deeply  offended  by 
some  of  the  advertising.  Exceptional 
Parent  should  not  be  a fonim  for 
those  who  advocate  segregating 
members  of  our  society  at  a “residen- 
tial school  in  a beautiful  country  set- 
ting”— ^why  don’t  they  just  say  “insti- 
tution?” Why  should  the  parents  of  a 
t)eautiful  child  with  Down  syndrome 
be  forced  to  read,  month  after  month, 
that  their  child  belongs  at  a school 
“where  persons  with  Down  syndrome 
find  quality  life  experience?” 

All  people  belong  in  the  community 
with  one  another.  E\eryone’s  life 
experience  is  enhanced  when  we’re 
together — not  segregated.  Please 
take  the  position  that  these  ads  don’t 
belong  here. 

JMS.,  CoLmrtdo 

Ennx)R\s  Note:  Since  the  first  issue  of 
the  rnaga:tim  in  1971,  Exceptional 
Parent  has  consistently  snppatied 
good  aiucalkmal  and  housing  choices 
for  childmi  and  adults  with  disabil 
ities.  hi  thnt  context,  we  tvelccnne 
advetiisingfrom  actn'"dited.  private 
educational  and  resiaential  pro- 
grams. Periodically,  we  lecaive  letters 
like  youis,  objecting  to  this  policy.  In 
the  1960s  and  1970s,  i visited  inhu- 


Tell  us  about... 

...  your  child’s 
and  family’s 
experiences  with 
early  intervention. 

Write  to:  Readers  Talk,  ExcefJ'IONAL 
Parent,  209  Harvard  St,  Suite  303, 
Brookline,  MA  02m,  (617)  730^8742 
(fax).  A sampling  of  reader  lesponses 
to  tkirS  question  wiU  appear  in 
aftUure  issue. 


mane  institutions;  norv,  1 visit 
many  of  our  advertisers' programs. 

It  is  unfair  to  equate  these  private 
programs  with  mstitvtixms.  1 uige 
you  to  visit  same  of  these  programs 
and  lei  me  know  what  you  think.  In 
this  issue,  Editop's  Desk,  Respond 
and  Readers  Tai.k  About  also  disci,  ss 
the  need  for  parents  and  chUdrm  to 
have  choices. 

“Bringing  up  Grandpa'’ 

My  husband  and  I are  grandparents 
raising  a six-year*old  girl,  who  has 
been  diagnosed  with  “features”  of 
autism  and  cerebral  pah^.  We  are  so 
pleased  to  have  the  opportunity  to 
subscribe  to  your  m igazine. 

She  is  a bright,  beautiful  little  girl 
who  doesn’t  look  like  she  has  any  dis- 
abilities. But  spend  five  minutes  with 
her,  and  you  will  realize  she  cannot 
cany  on  a “normal”  conversation, 
nor  does  she  walk.  We  have  never 
seen  another  child  like  her.  We  have 
seen  kids  witli  cerebral  palsy  and  kids 
with  autism,  but  none  like  our  grand- 
daughter. Even  medical  professionals 
don’t  have  any  answers. 

In  the  meantime  we  take  her  every- 
where we  possibly  can  to  get  answers. 
People  are  alv/ ays  telling  us,  “She  is 
so  lucky  to  have  you.” 

I always  reply,  “No!  We  are  lucky  to 
have  her!” 

I will  close  with  one  little  story 
about  oui'  lives;  I guess  you  could  call 
it  “Bringing  Up  Grandpa”  Recently,  I 
pulled  a ligament  in  my  knee,  and 
doctors  put  me  on  bed  rest.  That 
meant  Grandpa  liad  to  get  Kelsi  ready 
for  school.  The  first  morning,  he 
brought  her  into  the  bedroom  to  say 
good-bye  to  me.  He  was  so  proud  that 
he  had  gotten  her  ready  for  school. 
Her  face  was  still  sticky  from  the  pan- 
cake syrup  she’d  had  with  her  break- 
fast She  was  wearing  a pink  turtle- 
neck and  a pair  of  red  and  white 
pqjama  bottoms!  But  her  hair  was 
combed,  and  the  smiles  on  their  faces 
were  such  a delight  to  see. . . but,  I had 
to  tell  him  that  Kelsi  couldn’t  go  to 
school  in  her  pg^jamas! 

R.T&  S.T.,  Orvgan 
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PRODUCT  NEWS 


Lightweight  Portability  Solves 
Transport  Problem 

Convaid’s  hug^ies  are  the  answer  tor 
immis  and  kids  on  the  ^o.  Lonj4  knmvn 
tor  their  patented  toldinj^  design,  they 
fold  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  tor  indoor 
ov  outdoor  use.  Circle  # 209 


Full  Range  of  Accessories 

A choice  of  up  to  twenty  tiptitms  on 
Convaid  s buggies  includes  a transparent 
detachable  tray,  made  ot  unbreakable 
Lexan\  and  a detachable  canopy  tor 
shade  and  prelection  trom  the  elements. 


New  BusA^an  Tie-Down  Models 

Now  available,  the  Cruiser  Transports,  a 
new  hus/van  tie-down  buggy  line  trom 
Convaid,  successfully  crash  tested  at  30 
MPH,  20g  decel  In  a forward-facing 
configuration  with  up  to  170  Ih. 
dummy,  using  a Q-Straint  (with 
positive  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 


Convaid  s EZ  Rider  makes  transport  easy 
and  fun  with  six  colors,  several  si:es  and 
extensive  adjustability.  circle  # 210 


Convaid  continues  to  add  to  its  broad 
, * any  age, 

''any  ntt'ixA  most  tight  budgets, .Choose 
froin  the  Cruiser  lii?e  wftlv  Us  - 
different  poskH>nih^acce5Sor^>».tk  El 
Rider  with  its  quick  folding  d«ign,  or  any 
of  Convaid’s  compact  folding  buggb.  Plus 
we  offer  the  Cruiset  Transport  line,  a 
bus/van  tie>down  successfully  tested  with 
up  to  a 170  lb.  dummy. 

All  Convaid  buggies  feature  our  patented 
‘ /lading  deskn  which  eliminates  slump  and 
the  of  accidental  folding,  tomjne : - 
the  possibilities...^  ^ 

Mode  m Year  Waitamy. 
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WHEELIE  MOBILE  PRONE  STAND 


Standing 
system  that 
allows 
independent 
user 
mobility 


• Positioning  system  with  back  support  and  abductor  pummel 

• Locking  device  holds  unit  in  stationary  position 

• Independently  adjustable  foot  plates 

• Quick  release  for  easy  portability 

• Low  center  of  gravity  for  stability 

FOR  OUR  COMPLETE  LINE 
OF  STANDING  PRODUCTS 

call  800-82-STAND 

AXIOM  INDUSTRIES,  INC. 

PRIME  ENGINEERING 

4838  W.  Jacquelyn,  Suite  105  • Fresno,  CA  93722 


Exceptional  Programs 
For 

Exceptional  Children. 


^ t St.  Cdetta  Schools 
// . we  belike  life  is  what 
1/  happens  today.  Our 
goal  is  to  provide  the  best 
possible  me  experience  for 
your  exceptional  child. 
Students  here  are  not  only 
preparing  for  tomorrow, 
they  are  living  quality  lives 
everyday.  Founded  in  1947, 
St.  Coletta  Schools  offer  a 
unde  range  of  programs  fo~ 
children  with  mild  to  severe 
developmental  disables. 
Tu)elve-month  resident  and 
day  programs  for  ages  6-22. 


' Extensive  Vocational  lYaining 
’ Rmctional  Academics 
' Community  Skills  Training 
' Daily  Living&  Social  SkOls 
' Adapted  Phys.  Ed.  & Recreation 
Activity  Program 
’ Special  Olympics 
’ Behavior  Management 
’ Physical  & Occupational  Therapy 
’ Speech  Therapy 
’ Music,  Art  & Computers 
’ Prader-Willi  Program 


St.  Coletta*s 


OF  MASSACHUSETTS 

John  W.  Shyne,  Jr.,  President 


Canliiud  Ciuli&  ^ Sdiod  £ IVainiBg  Cei^ 

400  Washington  Street,  Hanover,  MA  02339 

Braintree  St  Coletta  Day  School 

85  Wadiington  Street,  Braintree,  MA  02 1 84 

Conbict:  Lynne  Goyuk 
Tel:  (613826^71 
Fax:(6l3  826^74 


Sponsored  by 

The  Sisters  of  St  of  Assisi  of  Mih^'aukee.  \V1 


Circle  #183 


Circle  #162 


For  the  first  time  a Special  Auto  Insurance 
program  for  Special  People 


ASK  YOURSELF 
THESE  QUESTIONS... 


Are  the  iiKxlificatioiis  to 
\x)iir  vehicle  cox’ered  under 
\'()ur  auto  insurance? 


^ If  your  vehicle  broke  down 
on  the  highway  would  your 
auto  insurance  cover  the 
c(wt  for  special  trdns}X)rta- 
tion  to  get  home? 


Does  your  auto  insurance 
cover  the  higher  cost  to  ix'til 
a mtxlificKl  reijlacement 
vehicle? 


Most  people  don’t  have  to  answer  questions  like  these,  they’ve  never 

NEEDED  SPECIAL  TRANSPORTATION  FOR  A CHILD  WHO  USES  A WHEELCHAIR,  OR 
PAID  FOR  A MODIFIED  RENTAL  VEHICLE,  OR  INSURED  A CONVERTED  VAN  WITH 
SPECIAL  EQUIPMENT. 


BUT  WE  HAVE.  WE  KNOW  HOW  DIFFICULT  THE  SIMPLEST  TRANSPORTATION 
PROBL  ^MS  CAN  BECOME  WHEN  YOU  HAVE  A CHILD  WITH  A DISABILITY.  THAT’S 
WHY  Wt  DEVELOPED  THE  ABILITIES  PLUS*"  PROGRAM.  |T  PROVIDES  YOU 
ANSWERS  TO  THESE  QUESTIONS. 


Abilities  PlUS‘“  expands  the  automobile  insurance  benefits  that 

ARE  MOST  IMPORTANT  TO  YOU,  AND  IT  ADDS  MANY  UNIQUE  FEATURES  TO  MAKE 
THE  COVERAGE  MORE  VALUABLE  TO  YOU. 


CUSTOMIZED  COVERAGE.  FAST,  FAIR  CLAIM  HANDLING.  AND,  CUSTOMER 
SERVICE  24  HOURS  A DAY,  EVERY  DAY  OF  THE  YEAR. 


For  more  information  or  a free  quote  on  ABILITIES  PlusJ“  call 

1-800-222-2788 


Ask  for  department  r 

OR  WRITE  US  AT  R.O.  Box  51  198.  LUTHERVILLC.  MD  21094*9719 


COVCRAGK  AVAILABILITY  VARiRS  RV  STAYE 
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Call  Toll-Free 
i -800-963-8886 
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Cifittidt'nco 


[ ft  holds 

ynurlinhl  \n  on'l^.  '.ofiiinitwif  tus  or  hot. 
If('jd  :duniltlri\  rntd  h.ick 


to>y  Jo  Usr 


It'ss  th*in  M) 


Name 

Address 

City 

State Zip  Code 

MC/  Visa/AE/Disc Exp . Date 

Signature 

Ptease  weeks  tor  deft/efy  Personal  checks  accept  on 

twtelephooe. 


Monry  Bock  GnoftUdoc  C.‘.u,i.;*s,  us 
— - : • tmconddiojhif  d(l  d.ty  money 

h.ick  (jtoOiUncc  „ 


TD  ORDER  CALL  1 800  064  0003 

» :i  . 'it'. 

'A  i%  1)  Cht/fl  Sofvfy'  Pfodocts  tm. 

JJiy  N lemon  Avc  • i/VolnuL  CA  ^fl 
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And  fhe 
healthcare 
professiohals' 
answer  to  . 
safety. 

ProtectaCap®  is  ideal 
for  post-surgery  and 
therapeutic  activities. 
ProtectaCap  is  made 
with  proven  shock- 
absorbent  Ensolite® 
foam  which  helps  to 
prevent  injury  by 
absorbing  the  impact 
of  a blow  or  fall. 
ProtectaCap's  unique, 
expandable  design 
provides  a 

comfortable,  custom  fit 
for  each  child  under 
six  years  of  age. 

And  Protec taCap 
weighs  only  three 
ounces. 

Tested  by  safety 
engineers, 

ProtectaCap  rates 
"excellent"  in  shock 
absorption.  It  replaces 
hard  plastic  by 
eliminating  weight, 
heat,  bacteria  and 
discomfort. 

Little  heads  are 
secured  quickly  with  a 
convenient  Velcro® 
closure.  And 
ProtectaCap  is  fully 
machine-washable. 
ProtectaCap  is  cute, 
colo.ful,  and  adds  to 
the  self-esteem  of  any 
child  requiring 
headgear. 
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I if  < We  h^d^o  with  her 

jqbnprmdUy^shop^jKf^  fit,  eypn  with  ;; 

,,  costpni-mc^e  helmetsl"  f ^reqt  oiid  it 

I;'  ^ ' We^ ve  h^^^^  bthier  heimeti'  ar»1io"blMt^  ; 
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iiPrptectqCop  will  stay  oh  thf  child  pnd  pmtect  his  heod. 
h^st  children  hqW^ii^k  heci<(^^|h  PrtitddpCap  is^^so^ 

• fightef^^  he!m«iS;J'‘f/ "■ : - v/.:' 

.i  ilhp  haurosui^hori  ld\^  l^rpte^dCdp;;  He  sentV,; 
hotv^'  wi?h  th^pc^n.t.ofter.cipnW 

4 ( ProtectaCap  is  the  host, 

, : ‘ cpmfbrtdble.  She  ddeipi't.fake  it  oH.Her^he^ 
f 1 plher  ones;  it  really  protects  h^.  And  it's  so  cotq. 
you 

. ; • 4 f Your  Prptect^a()S  are  cplbrful  dhd  dffeir  many  .^od 
features  for  will  recommend  them  to  pur 


4 4 My  daUghW  has  b shunt  m her  head.  ; 
JPrdtectoCopp^proteCts  it  really  well.  Ifs  wot^erfuf.9> 
■ C ,¥phd9fp^, 


Order  Nw-Cdl  TG>LL  FREE 

V>rises.  Ino  l-8dh^21>PLUM 

9p)Stonafcle  or^x  your  order  to  (^10)584-4151 

QQgll^/CCEFTCD.  OVERNIGHT  DElivERY  AVAILABLE 
$72.95,  ploi  $7.95  »H.  I 

TTT^ 


RO.  Box  283 
W>re«$ter,  PA  19490 
<eio>«i44i<y 
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Undiagnosed 

My  daughter  is  now  two  years  old. 

Her  initial  physical  development  was 
precocious.  By  nine  months  she  was  i 
pulling  to  a stand  and  “walking”  by  i 
holding  onto  furniture.  At  that  point,  1 
however,  her  motor  development  i 
seemed  to  stop.  She  walked  tmassisted 
at  21  months,  but  has  poor  fine  motor 
control  and  slightly  low  muscle  tone. 

She  has  no  speech  and  few  sounds, 
however,  she  seems  to  understand 
everything  we  say.  She  coramumcatss 
through  pointing,  some  signing  and 
leading  me  to  what  she  wants.  She 
continues  to  have  poor  balance,  and 
“fixes"  her  body  at  the  joints  for 
stability.  She  drools  continuously  and 
thrusts  her  tongue  when  drinking.  She 
resists  cuddling — unless  she  initiates 
it— and  is  very  defensive  about  her 
face  and  mouth.  She  has  extiemely 
acute  hearing,  is  easily  distracted  in 
group  settings  and  is  very  active. 

She  has  had  the  following  tests:  a 
brain  MRI,  hip  X-ray,  blood  and  urine 
tests  for  enzyme  deficiencies  and 
long-chain  fatty  acids,  thyroid  test, 

PKU  screen,  basic  chromosomal  test- 
ing and  an  audiogram.  Tliese  tests 
revealed  no  abnormalities. 

She  has  slight  epicantal  folds  (verti- 
cal skin  folds  at  the  inner  comer  of 
her  eyes);  narrowing  down  the  mid- 
line of  her  face,  resulting  in  a liigh, 
narrow  palate  and  nostrils;  flat  finger- 
nails; fetal  pads  on  her  fingertips;  a 
wide,  flat  ribcage  and  a few  other  mild 
physical  anomalies.  But  geneticists 
cannot  link  these  traits  to  any  syn- 
drome. Doctors  have  no  more  sugges- 
tions for  dit^ostic  testing.  I’d  like  to 
hear  from  anyone  who  knows  of  a 
similar  child. 

R.H.,  Comieclknit 


Infantile  Spasms 

My  14-month-old  daughter  is  diagnosed 
with  infantile  spasms.  Her  disorder  is 
the  result  of  a stroke  at  12  days  of  age. 
She  has  been  slow  in  developing  motor 
skills  and  has  feeding  problems. 

I would  like  to  talk  to  other  parents 
of  children  with  a single  diagnosis  of 
infai\tile  spasms.  I can’t  find  much  lit- 


erature on  the  subject,  so  it  is  difficult 
to  know  what  the  future  may  hold. 

N.M.,  Illinois 

EnnvR's  Non::  For  more  infamuition 
an  infantile  spasms,  see  Dr.  Hirschs 
Ask  The  Doctor  column  in  the  March 
1995  issue  of  Exceftionai.  Parent.  You 
may  also  wish  to  contact  the  Epilepsy 
Foundation  of  America.  (tt351  Garden 
City  Dr.,  Landover,  MD  20785-2267; 
800/332-1000,  voice;  800/332-2070, 
TTY),  the  American  Epilepsy  Society 
[ ( 638  Pmspect  Ave. , Haitford,  CT 
1 06105-4298;  203/586-7505)  or 
Epilepsy  Canada  (1470  Peel  St.,  Ste. 
745,  Montieal,  PQ  H3A  ITl,  514/845- 
7855). 
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Seizure  end  Stroke 

Our  four-year-old  daughter,  Randee, 
was  bom  with  hydrocephalus  and 
received  a shunt  at  1 1 weeks.  She  had 
slight  developmental  delays,  but  did 
really  well  until  she  was  two  and  a 
half.  At  that  point,  she  needed  a shunt 
revision  and  developed  tonic-clor'.c 
seizures.  During  a status  seizure,  she 
suffered  a stroke.  Randee  was  in  a 
coma  for  eight  days,  and  in  the  hospital 
for  68  days.  When  released,  she  was 
two  years,  10  months  old,  and  her 
developmental  level  was  evaluated  at 
four  to  six  months. 

Now,  two  years  later,  Randee  walks 
with  assistance,  climbs  on  furniture, 
feeds  herself  finger  foods  and  under- 
stands some  things  we  say  to  her.  One 
mtuor  problem  is  that  she  bites  every- 
j thing  she  gets  her  hands  on — not  jast 
' mouthing,  biting! 

i I haven’t  found  any  other  kids  who 
i have  had  a stroke  as  a result  of  a 
I status  seizure,  nor  can  anyone  give  me 
advice  about  Randee’s  biting.  I would 
love  to  hear  from  parents  who  have 
had  similar  experiences. 

R.D.,  West  Vhyinia 

It  Isn’t  Fairl 

We  are  parents  of  two  beautiful  boys. 

! Si'ven-yearold  Brett  has  Down  syn- 
i drome.  His  younger  brother,  Thylor,  is 
i two  years  old  aird  has  nemoblastoma 

I (cancer  of  the  neural  cells).  He  has 

! roll! nurd  till  I ^ 
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V Miii^ 

Medical  Supplier 


- -o'  ' V 


We  couldn't  list  all  the  items  we 
carry , so  please  call  if  you  need  a 

product  th^  is  not  listed  below. 

800-633-2139 


# INCONTINENCE 

Youth  size  briefs,  reusable  2-pie<» 
systems  for  children.  Attends, 
Depends,  Medline,  Tranquility, 
Sa^  Priva 

4 REUSABLE  AND 

DISPOSABLE  UNDERPADS 
Attends,  Depends,  Medline,  Priva, 
Tranquility,  Salk 

♦ WHEELCHAIR  CUSHIONS 
Roho  and  Roho  for  Kids 

♦ OSTOMY 

ConvaTec  Little  Ones,  Cymed, 
HolIister,NuHq>e 


WE  CARRY  A FULL  LINE 
OF  UROLOGICAL,  SKIN 
AND  WOUND  CARE, 
PRODUCTS. 


i'i3 


FREE  SHIPPING 

on  most  orders  over  $75.00 

Call  for  a free  catalog 

800-633-2139 
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Sandy  L . 
Chicago  Artist 
C o quadriplegic 

Finally,  a lift  & care  system 
as  versatile  as  a pair  of  hands. 

It's  a self-transfer  tool, 

^ hygiene  helper  for  toileting  or  diapering, 
a bathing  support, 
a positioning  aid  for  posture  seating, 
a stander  or  walker  for  some, 
a floor  exercise  assistant, 
a freedom  machine, 
and  a back-saver  for  caregivers. 


Sure  Hands' 


portable  and  permanent  solutions 
for  homes  and  workplaces. 


Handi-Move 

International 


PINE  ISLAND,  N.Y. 

1 -800-724-5305 
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Meeting  the  future  needs  of  a son  or 
daughter  with  a disability  is  a 
challenging  task,  but  one  you  can 
manage  with  the  help  of  an  EPPD  lie 
Planner.  EPPD  professionals  are  at 
work  now  helping  families  like  yours 
throughout  the  country'  Let  us  show 
you  how  to  help  secure  your  family 
members  future.  Call  today  to  arrange 
a no'obligation  appointment  with  an 
EPPD  Life  Planner  near  you. 

Available  now,  the  new  1995  edition  of 
Planning  For  The  Future,  the  widely* 
acclaimed  authoritative  book  on  life 
and  estate  planning  for  families  who 


have  a child  with  a disability.  To  order, 
call  800'247-6553  ($24.95  per  book 
plus  $3.50  each  shipping). 


ESTATE  I’LANNlNt;  FOR 
PERSONS  WITH  DISABILITIES 

A DiV,'.i(Ki  o!  Proleclivc  Litu  InsuMnco  Compan, 

800-448-1071 


ahu'  Poa  Ofhcc  Box 
BiimiMj'h.un.  .MiKmi  ?^22^ 
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“Before  I was  in  that  car  accident,  1 thought 
school  was  ha,  d.  But  it  was  easy  compared  to 
learning  how  to  get  around,  and  talk  and  feed 
myself-  at  age  13.  Now  I’m  fifteen,  and 
thanks  to  Walton,  I’m  back  in  regular  school, 
and  1 love  it.’’ 

At  Walton  Rehabilitation  Hospital,  we 
don’t  just  provide  inpatient  and  outpatient 
pediatric  rehabilitation  serv'ices.  We  specialize  in 
them,  tor  everything  from  birth  defects  and 


neurological  /muscularskeletal  disorders  to  head 
and  spinal  cord  injury. 

With  doctors  who  are  board-certified  spe- 
cialists, with  fully  qualified  therapists,  clinical 
psychologists,  registered  nurses  certified  for 
rehabilitiition,  and  a pediatric  educator.  And 
with  programs  to  successflilly  make  the  transi- 
tion from  hospital  back  to  real  life. 

Phone  800-332-4544  to  help  regain  a lost 
ability.  And  to  make  the  nrost  of  all  the  rest. 


Walton 

Rehabilitation 

Hospital 


Spoiborcti  by  St. Josoph  Center  tor  Lite  Univervity  He.iltli  Servue-i  Ine. 

l.V^S  hulependcme  I )rive. CA  • 7()t»-724-774(i  • S(jn-3.^2-4S44 
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Now  he  has  a place 
for  everythuig 
like  everyone  else. 

When  h(‘*s  at  sch<M)l  with  evcMTone  else, 
the  last  thing  he  nmls  to  wH)rr>'  about  is 
where  to  write  ami  put  iiis  books.  With 
the  MYDESC’^  FlipTop  Storage  D»*sk.  he 
has  his  own  |M>rtable  desk  and  a place  to 
put  things  t<h)! 

Its  imique  ball-joint  inovenuuits  and 
sturdy  supports  put  MYDESC  in  a class  of 
its  owTi.  It  tilts  f(u*  reading,  wnting  or 
coinpuling.  then  go<\s  flat  for  lunch  time 
and  breaks.  secret  storage  compaiiineni 
hides  pajHM's.  book>.  pencils  (and  niayb(‘  a 
few  comic  books).  .\nd  when  it  s time  for 
transfers.  th(‘  entire  desktop  swings  down 
to  the  side  and  out  of  the  w ay. 

It*s  simply  designed  for  flexibility 
and  gi'owth.  so  he  can  use  his  .VTVDESf^ 
for  years  to  come! 

For  more  information  tm  the  (‘!iti!*(‘ 
MYDESd  line,  contact  your  local  ndiab 
dealer  and  ask  to  s<*<‘  the  M VDESC 
demonstration  video.  Or  call  us  ilirectb 
for  a free  brochure. 

1-800-4-MYDESC 


RHAMDEC 
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been  in  renussion  for  ten  months.  Now 
he  is  going  through  more  chemothera- 
py in  preparation  for  a bone  marrow 
transplant. 

This  just  seems  so  unfair  to  us. 
Everyday,  we  ask  how  God  could  do 
this  to  us  twice.  It  just  seems  so  over- 
whelming to  deal  with  two  children, 
who  both  have  problems.  We  w^ould 
I love  to  hear  from  other  families  who 
1 have  dealt  with  similar  situations. 

I K.S.  & K.S.,  Neu>  York 

I Cerebellar  Atrophy 

I Our  28-month-old  daughter’s  recent  MRI 
I (magnetic  resonance  imaging)  showed 
■ significant  cerebellar  atrophy  since  her 
! previous  MRI  at  seven  months.  The 
} doctors  just  say,  “This  is  interesting.” 

I Our  daughter  is  undiagnosed.  She  has 
i developmental  delays  in  all  areas  with 
low  muscle  tone  and  a seizure  disorder. 
We  want  to  talk  to  families  dealing  with 
a similar  condition. 

LB.  & M.B.y  Minnesota 


Sean±  and  RespofHl  is  an  opportuoi^  for  our 
exchange  information  about  tbekpiactfoai  expeii^^ 
meeting  tlie  eveiyds^  chaBenges  of  life  with  a or 

lesoent  with  a di^Ui^.  We  also  csipect  parents  to  ask 
appr^)riaiBpn^5s»^ 

Bease  iixiicate  whether  the  letter  fo  a sean^ 
response.  If  a response;,  be  sum  to  note  in  whidi  issw 
originai  Search  l^rappeaied.  All  responses  are  forward- 
ed to  the  writers  of  the  Search  letteir,  some  are  published. 
Pubbshed  letters  in^  be  edited  for  purposes  of  ^»ce  and 
darify. 

Witeorfex: 

Search  or  Re^rond, 

Exceptional  hmnt 

2()9  Harvard  Street,  Swte  3(13,  Biooldi^ 

(^146-5003 

Fax:(617)73(W42 

For  infonnatiQn  abotospedfkdisabQiti^ 

National  Oiganization  ^ Rare  Disorders  (NORD),  100  Rt 
37,RO.  BQx8923,NewFairfidd.CT06812.  (8W^ 

NORD,  (^)  74^18.  Abo,  see  “National  Resources  for 
SpedOc  Disabilities  and  Conditions’*  in  Excmiom 
FAmfs 1995 Fesowte  Guide  (January  1995). 

Hie  National  Paient-to-Parent  Support  and 
Information  ^stem  (NFPSIS)  is  a not-for-profit  service 
that  keqps  fra^  of  ddktren  with  diagnosed  and  unc^ 
nosed  disabilities  whose  parents  are  kxAdng  fora 
rnatch.  Faionto  are  matched  with  a “wberan  parent^ 
who  has  an  okfer  (Ml  with  a siinilar  condition  and 
who  to  wiBing  to  pitm(te  guidan(x  and  support.  Concact 
NPPSIS,  RO.  Box 907,  Blue  Ridge,  GA30513;  (800)  651- 
1151  (V/m)  or  (706)  632-8830  (V/ITV). 


When  it  comes  to  bladder  Control  Help, 
“HPlS  makes  the  grade  every  time! 


Ability  to  cover  all  the  child’s  bladder 

control  needs  from  briefs  to  washcloths. 

Ability  to  provide  you  with  a wide 

variety  of  brand  names  like  Attends, 

Depend  and  even  harder  to  find  brands 

A* 

like  Tranquility  and  SuretyS. 

Additional  teacher’s  comments:  HDIS’  wide  product 

selection  Includes  the  hard-to-flnd  Youth  size  In  THREE 
different  styles.  Their  caring  staff  arxJ  home  delivery  service 
definitely  put  them  at  the  top  of  their  classi  If  you  call  today 
they  will  send  you  a FREE,  Full-color  1 995/ 1 996  Catalog,  a 
coupon  book  with  over  $65  worth  of  coupons  AND  a coupon 
worth  up  ^ $8  off  your  first  order! 

Call  Today! 
1-rOO-ZMY-HOME 

(opvniJiht  1095  HDIS  HDIS  (1-t00-2ll-4M» 
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bathingr  toileting  <^d  traunsporting  youc  child  ~ with  comfort,  safety  and  easel 


You  and  your  child  face  some  tough 
challenges,  but  you're  the  one  who  must 
solve  them  in  the  most  practical  ways. 
Here's  how  we  can  help: 

* HAt  toileting  time,  our 

Toilet  Supports  fit 
easily  onto  any  toilet; 
remove  easily,  too.  And 
our  Positioning 
Commode^  give 
. thesame 
toileting 
support  in  any 
locatioa 


■ At  bathtime,  our  popular  Wrap- 
Around  Bath  Supports  and  Reclining 
Ciaiis  allow  your  child-  and  you- to 
enjoy  the  bath.  . 


pounds!  Cdmfort,  style  J , 
and  adjustaWlitj^  have 
made  it  the  No.  1 
choice  since  19%. 


SSWWm-Suck 
iM  AwMra<(^  CommoJ, 


Mediitm 
tmtif  wp  ta  13# 

■ When  your  child  has  outgrown  that 
infant  car  seat,  you  can  have  peace  of 
mind  knowing  that  the  CoIumbia.Car 
Scat  has  been  crasJh  tested  for  children 
from  20  to  )(S^ibs.-yet  weighs  only  11 


Why  do  these 
products  work 
so  well? 

Much  thought  and 
cate  go  ipto  the  design  of 
Columbia  product.  We  make  each  item 
in  the  righ*  »h»  fot  yd»>ir  chil4  with  lots 
of  adjustab4i,ty  for  a custom  fit  They  are 
made  of  durable  materials,  proven  in  „ 
real  life.  Made  in  the  USA  and  sold  ?UI 
over  the  world,  Columbia  products  are 
leaders  in  all  their  categbries. 

Get  ail  the  details  from  ottr  PREEiull 
color  catalog.  ''Sharing  the  Caring" 
means  products  that  work/ 


CALL  1-800-4M-6612  TODAY  FOR  YOUR  FREE  CATALOG 
Columbia  Medt:m  hlfg.  GiJirp.,  Dept  D2,  P.O.  Box  633,  Pat#k  Ptdisades,  CA  90iJ2 

- ...  . 752 
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HSU’' 


with 

Bus  Transport 


Tilt  / Recline  Model 


"Twice  the  growth  with 
two  seating  systems. " 


r 


The  Positioning  shell  in  the 

Floor  Sitter/  High  Chsir  Base  and  the  folded 
Mobility  Baser 


* Kids  can  grow 
from  the 
kid-EZ'tm  to  the 

kid’EXtm 

* 5 years  of 
Growth 

* Complete 
Positioning 
System 

EZ  to  fold 
EZ  to  transfer 
EZ  to  adjust 


1 '*8S0"388*'5278 

Jleee  EEEEM  Itm  732  cruiser  Lane, 

I cores  OuOllt  Kids,  eeigrade,  MT 59714 
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Residential  Care 

K.S,  (Jvly  1995)  has  a tht'ee-year-old  son  diagnosed  with 
irfantUe  spasms,  microcephaily,  Trvental  retardation  and 
autism — conditUms  causing  severe  behavioral  problems. 
Exhausted,  and  feeling  unable  to  provide  the  extensive  care 
her  son  needed,  K,S.  placed  her  son  in  a residential  caw 
facility.  Heartbroken,  she  wanted  to  hear  from  other  parents 
who  have  gone  th'ixmgh  the  some  experience. 

At  a time  when  so  many  cMdren  with  severe  disabilities  aie 
ca/ed  for  at  home,  it’s  hard  to  find  understanding  for  families 
where  this  just  isn’t  possible.  Although  our  situation  is  different 
in  detail  than  yours,  I thought  I would  share  our  experiences. 

Our  daughter,  Emily,  has  profound  mental  retardation,  cere- 
bial  palsy,  scoliosis,  a seizure  disorder  and  other  disabilities.  I 
was  constantly  tired  from  all  the  trips  to  doctors  and  tliera- 
pists — along  with  six  tube-feedings  a day— but  v/hen  Emily  was 
young,  I coped  But  as  she  got  older  and  heavier,  it  became 
more  difficult  Try  lifting  a six-year-old  with  the  muscle  tone  of 
an  infant  At  best,  it  was  difficult  other  times,  it  was  impossible. 
Sometimes,  Emily  missed  school  because  I couldn’t  get  her 
dressed.  Other  days,  she  stayed  home  because  the  one-hour  bus 
ride  was  too  strenuous  for  a medically-fi:agile  child.  She  missed 
more  than  a quarter  of  the  last  school  year  she  lived  at  home. 

Meanwhile,  we’d  had  two  more  children.  At  the  time,  we 
thought  Emily  might  eventually  learn  to  sit  unsupported  and 
feed  herself,  and  figured  we  should  get  the  pregiTancies  over 
with  before  she  became  much  heavier.  Life  wasn’t  easy  for  my 
young  sons  either;  while,  other  kids  went  to  museums  and 
parks,  we  went  to  doctors  and  tl  lerapists. 

We  begi;*  • the  placement  process  when  Emily  was  six  and 
moved  her  when  she  was  seven  and  a half.  Our  sons  were  four 
and  two.  As  a lifelong  Episcopalian,  1 found  the  church,  as 
well  as  society,  sadly  lacking  any  ritual  to  help  families  with 
this  type  of  transition.  One  Sunday,  we  requested  prayers  “for 
Emily,  who  is  entering  a new  school.”  Our  church  prays  for 
people  who  are  getting  married,  joining  the  Army  or  going 
through  other  life  changes,  but  our  prayer  request  was  a new 
one.  As  it  turns  out,  now  that  Fm  no  longer  perpetually 
exhausted,  I can  bring  Emily  to  church  almost  every  time  she 
comes  home — every  other  weekend — ^which  is  more  than  I 
did  when  she  lived  at  home. 

To  help  our  sons,  we  made  sure  tfiey  got  a good  look  at 
Emily’s  school,  lire  first  evening  after  her  move,  our  two-year- 
old  son  worried  his  sister  wouldn’t  get  any  dinner  because  he 
didn’t  think  the  school  had  a kitchen;  we  made  sure  he  saw 
the  kitchen  on  his  next  \isit!  Our  older  son  wanted  to  write  a 
letter  to  the  school  staff,  so  we  helped  him  with  that  We  also 
used  tittle  ‘‘tricks”  to  help  the  boys  look  forward  to  her  visits — 
such  as  saving  special  toys  for  her  weekends  home. 

Relationships  with  school  staff  are  important  When  Emily 
had  surgery  after  about  eiglit  months  at  this  school,  staff  mem- 
ber's visited  regularly.  I watched  Emily’s  face  light  up  when 
they  came  into  the  room.  It’s  important  to  realize  that  staff 
members  have  bonded  with  Emily  and  consider  her  to  be 
“theirs”  in  some  ways.  For  example,  with  our  consent,  they  let 
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JL  U Ihfe  subseription  card 
U Wflsing,  please  call 
rnir>  «»-147-8080. 

cKJC 


12 

TIMES 

r -1  A YEAR! 

YESICiD 

Start  my  subscription  to  Exceptional  Parent  today! 

1 year  (12  issues)  just  $24.* 

2 years  (24  issues)  just  $40.* 


’US  P«ly  Caruiii  S3tl  prr  y»ur  Of/ar  (Imnjfn  tWiRftvs  Ji.1  prr  vin»' 

I ] Check  enclosed  (use  separate  envelope)  | ] Bill  me 

To  order  by  credit  card  call  1-600'247-B080 


Date 


Paknung 

YomChod 

OR 

Young  Adult 
WrraA 
DiSAKunr 

SWCII97J 


Name 

Address 

City  State  Zip 

I am  a p|  IF^iy  Member  ^ \ iProfessionai  {Doctor.  Nuree.  Therapist,  etc.)  t I lEAxator 

Subscription  price  honored  through  October  3i.  1995.  Ptease  allow  4 - 6 weeks  kx  delivery. 
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Start  my  subscription  to  Exceptional  Parent  today! 

I 1 year  (12  issues)  just  $24.* 

I 2 years  (24  Issues)  just  $40/ 

1 3 years  (36  issues)  just  $54." 

UJ5  will/  Giwtki  S.V)  {V7  ifiir.  Odin-  Aimyn  ct^urifncs  ill  )»*»■  ykif 

I I Check  erxdosed  (use  separate  envelope)  | ] Bill  me 

To  order  by  credit  card  cal!  1*800-247-8080 


Date 
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OR 

YaTKADUT 

WhhA 

Dvahuty 


Sisaisn 


Name 

Addrws 

Cih'  SlaU*  Zip 

I am  a pQ  Family  Member  ^ □Professional  (Doctor.  Nurse.  Therapist,  etc.)  t □ Educator 

Subscription  price  honored  through  Octc^3er  31 . 1995.  Please  allow  4 - 6 weeks  tor  delivery. 
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Start  my  subscription  to  Exceptional  Parent  today! 

I [ 1 year  (12  issues)  just  $24* 

I I 2 years  (24  issues)  just  $40.* 

n 3 years  (36  issues)  just  $54.* 
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I ^ Check  enclosed  (use  separate  envelope)  | ^ Bill  me 

To  order  by  credit  card  call  1-800-247-2080 


Date 
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I am  a □Fanuty  Member  ^ □Professional  (Doctor.  Nurse,  Therapist,  etc  > t □EAicator 

Subsenp^on  pr^  honored  throu^  October  31 . 1995  Pfeaso  allow  4 • 6 v.f'nks  tor  dekw- 
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speeiaitsis  in  the  care 
and  education  of  children  and 
, young  adults  with 
■ ..disabilities  and  their  families 

. . . Their  goals  are  to 

A . PROVIDE 

practical  guidance 
. and  support 
; for  parents  of  children  and 
' . young  adults  with 
, disabilities  and  special 
' ■ • .healthcare  needs. 

INFORM 

. parents  about  current 
and  changing-;rights,  laws  and 
programs  for  children  and 
. young  adults -With 

I disabilities  and  their- families 

-'SERVE 

. .as. a network,  a forum. 

I,  for  the  exchange  of-ideas..- 

e)^erience  and  advice 
. ;*•  . between  parents. 

I -professionals  and.  educators 

; / FOCUS 

. - on  the  child  first, 

- . 4lie  disability  second. 
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Hft  promts  thwt^ 
industry  /br  passwgm  flwf  caryo. 


Vtc  new  Uft-A-Wi^  DlC?  is  ttie  latest  in  the 
Braun  line  ofwheekhair  lifts.  The  /!RS 
enyp^es  before  there  is  aty  veriial  platfbrm 
mooment. 


The  Braun  Omr  7%w*  car  top  tokeekhair 
carrier  is  availabk  in  the  driver's  side 
<;on(igumfm  of  the  optional  possen^  side 
design. 


Braun  has  recently 
released  a helpful  booJdet 
entitled  "Guidelines''.  If 
you  are  seeking  an 
adapted  vdricle,  this  is 
in  excellent  resource  for 
equipment  selection 
and  funding  sources. 
All  sources  formotor 
vehicle  rebates  are 
also  listed  in  this 
comprdtensive 
booklet 
"Guidelines''  is  available  at  no 
charge  by  calling  Braun  toll  free  at 
t^THEUFT, 
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Entervan' 


The  rdkbSity  md  performance  of  the  new  electron^nical  kneelmg  system  sets  the  Braun  Entervarf 
apart  from  other  low  floor  conversions.  The  Braun  Corporation  Im  a large  selection  ofEnteroanfinstodc, 
converted  and  ready  for  delivery. 

Rounding  out  Braun's  complde  nu^ 
ility  package,  the  new  rear-entry 
Windstar  Entervan"  is  the  economical 
choice  for  tlw  couple  or  small  family. 


International  Leader  in 
Personal  Mobility  Products 


No  matte/  what  your  needs,  Braun  has  a 
mobility  system  designed  for  you.  The  ori- 
ginal lift-A-Way*  platform  lift  is  a reliable 
performer  proven  with  over  two  decades  of 
use.  For  greater  ambulatory  and  cargo  access, 
we  offer  the  Swing-A-Wa^.  The  Lfft-A-Way 
D/C*  rounds  out  Braun's  lift  selection.  And, 
for  the  person  who  transfers,  the  Braun  Chair 
Topper^  conveniently  stores  a conventional 
folding  wheelchair  out  of  your  way. 

The  Braun  Corporation.  Mobility  at  its  best. 

^ Mammm  tm  umii 
WJSmm  cotpoitnoii. 

“ProvWIng  Access  to  the  World** 


The  Braun  Corporation  has  established 
their  products  as  the  benchmark  for 
Intemationai  Personal  Mobility.  Now,  with 
the  introduction  of  the  exclusive  electro- 
mechanical kneeling  system,  the  Braun 
Entervan”  offers  a new  levd  of  reliable 
mobility. 

The  electromechanical  non-air  kneeling 
system  automatically  lowers  the  rear  of  the 
vehicle  while  the  door  is  opening.  This 
design  utilizes  Chrysler  coil  springs  iastead 
of  airbags,  and  automatical  returns  to 
normal  driving  height  when  the  door  closes 
or  when  the  vehicle  is  taken  out  of  park. 

Even  in  the  evatt  of  electrical  failure,  the 
mechanical  override  will  return  the  vehicle 
from  the  kneeled  position. 

Braun  has  a large  seMon  of  Entervans~  in 
stock,  converted  and  rtu:* . for  delivery. 

Call  i-SOOTHE  LIFT  for  more  information 
and  tire  All-Star  Distributor  nearest  you. 

T;»<-  Bmiim  CdfwwHori  the  intenmlf  • I Ictda  in  niohitity  products.  With  four  diviskms  and  a twrldwide  AU-Star  Distrihuhr 
netivotk.  w ate  twUkmed  to  proiHde  the  cquipnent  and  service  you  need.  Our  commitment  to  your  salhfacthn  is  also  supporti^l  fy 
our  Three-Year  Worry-Frre  Liniited  Warmnh/.Svpvttf  entt  t-800-THE  LIFT  for  the  Braun  All-Stitr  nearest  you. 
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continued  from  page  16 

her  hair  grow  long  and  “do  it  up”  in  fancier  braids  than  I 
would  ever  tiy.  They  also  choose  some  of  her  clothes.  This 
does  not  mean  we  give  up  control  on  important  issues,  but 
we  know  we  need  to  allow  the  staff  to  ei\joy  Emily. 

Obviously,  no  school  is  perfect.  But  Emily’s  life  at  home 
was  also  fai*  from  perfect  Neither  do  Emily’s  brothers  eryoy 
the  luxury  of  perfection — ^at  home  or  at  school.  Life  isn’t 
perfect  anywhere;  we  just  do  the  best  we  can. 

Our  close  friends — the  ones  who  watched  me  struggle  to 
care  for  Emily— understand  why  we  made  this  decision. 
Other,  well-meaning  friends  hint  that  Emily  would  be  better 
off  at  home,  or  that  we  just  didn’t  try  hard  enough.  !’ve 
memorized  a few  pat  answers:  “Emily  is  so  lucky  that  spe- 
cial education  is  year-round  at  her  school”  or  “She’s  so 
much  better  rested  now  that  she’s  not  riding  a school  bus 
two  horns  a day.”  Then  I just  change  the  subject  Any  con- 
cerns you  feel  about  yoiu*  son’s  residence — and  there 
always  will  be  some — are  i>est  shared  \\ith  just  a few  very 
close  relatives  or  friends. 

M.D.,  Mainland 

■ I know  how  you’re  feeling.  My  daughter,  Becky,  now  15,  | 

was  bom  with  an  occipital  encephalocele  (an  opening  in  i 
tlie  base  of  the  skull  through  which  the  brain  protruded).  | 
This  resulted  in  blindness,  cerebral  palsy  and  severe  nrental  j 
retardation.  Becky  requires  total  care.  I 


We  placea  Beckv  on  June  27, 1994.  Last  summer,  I don’t 
think  a day  went  by  chat  I didn’t  cry.  Even  now.  I’m  dealing 
with  the  guilt  I feel,  and  I miss  her  so  much. 

On  the  other  hand,  Becky  has  grown  so  much  in  the  past 
year.  We  visited  her  last  week  and  were  so  pleased  to  watch 
her  bring  a spoon  to  her  mouth  to  feed  herself— a new  skill! 
It  helps  to  see  Becky  learning  new  things  and  growing  in 
ways  she  could  not  have  done  at  home.  Best  of  all,  Beckys 
now  has  a friend!  Like  Becky,  Jexmy  has  severe  mental 
retardation,  but  I feel  so  good  to  see  the  two  of  them  relat- 
ing to  each  other  as  any  two  buddies. 

The  hardest  part  was  giving  Becky’s  care  over  to  otlier 
people.  I’d  done  everything  for  her,  for  more  than  13 
years— feeding,  changing,  bathing  and  dressing.  These  ritu- 
als were  a big  part  of  our  relationship.  As  my  two  other 
children  grew  up,  I watched  them  gradually  do  more  and 
more  things  on  their  own.  But  with  Becky,  one  day,  I was 
caring  for  her  totally,  the  next  day,  I was  doing  nothing  for 
her.  What  a shock! 

The  people  at  Becky’s  school  have  been  wonderful,  and 
have  helped  me  understand  that  an  acljustment  like  this 
takes  time,  and  that  all  my  feelings  are  normal.  I hope  my 
story  helps  you,  and  I hope  you  hear  from  other  parents, 
too.  Fm  still  adjusting  mj'self;  after  one  year,  the  pain  is  still 
there,  but  it  has  lessened. 

D.E.,  Ohio 


Truly  a new  species  of  bath-beast. 

Wi^tosaiiraCl 

1$ 


Adjusts  to  Child.  Pick  the  best  angles. 

Grows  with  Child.  Save  S,  buy  it  only  one  time! 

C r'  ' Adjusts  for  Short  Uen, 

Lares  tor  Caregivers,  jamorrm. Anybody. 

Loves  roll-in  showers,  tubs,  pools. 

Ho  foo/s  needled,  converts  /n  ^ t/»n  2 minutes. 

2-year  frame  warranty,  pieuse compare! 

House-trained.  Well-mannered. 

Call  1 800  285-7814  today  Q)  for  El  snapshots, 
adoptionuoKpapers  and  your  closest  ft  dealer. 

ANOTHER  FINE  ANDTHOJGHTFUL  ACCESSABLE-BRAND  PRODUCT,  BROUGHT  TO  YOU  BY  NAftONAL  ACCESS  PRODUCTS 
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CHILDREN’S  HOSPITAL.  REHA- 

GO-BOT 


Now*  a child  with  physical  disabilities  c^n 
be  positioned  in  SITFING,  SEMI- 
STANDING,  or  STANDING  to  optimize 
access  to  the  environment. 

Features 

Electronic  Speed  Controls 
Multiple  Switch  Options 
Proptirtional  Joystick  (Control 
Radio  Remote  Control 
Lockout  Hubs  (like  stroller) 

Six  Models  Available 


rT800-950-5185 


INNOVATIVE  PRODUCTS,  INC. 
Grand  Forks,  ND  58201 
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-BILITATION  ENGINEERING  CENTER  AT  STANFORD 


The  PetjfedCfiMpicoh 


If  you  have  difficulty  entering  and  exiting 
your  vehicle,  die  nc\y  Companion  Seaf  Is 
your  key  to  greater  mobility.  Us  automatic 
operation  and  rugged  con^^t^uction  enable 
seinj-ambulatory  persons  to  reliably  and 
conveniently  board  Dcdge  Caravan  or 
H)in(Hi&Vbyager  minivans. 


U you  need  financial  assistance,  Chrysler  offers 
cash  rebates  fowards  die  purchase  of  adaptive 
equipment  through  five  Chiysler  CorporativHi 
Automobility  Pix^ram,  Ask  your  locd  Braun 
distributor  about  other  sources  of  assistance. 


Braim  has  recently 
released  a helpful 
booklet  endt^ 
'guidelines".  If  you,  | 
aieseekingan 
'adapted  vehicle, 
this  is  an  excellent 
. resource  for 
equipment 
selecrionand 
funding  somces. 
AU&mucesfor 
motor  ^'riiicle 
rebates  are  also  listed  in  this 


The  seal  extoids  20*'  and  dlts  ioi-vvard  a full  6" 
to  make  boenduvg  safe  ai'kd  easy.  Once  on  the 
seat,  you  are  smoothly  raised  Into  the  vehicle 
by  jxessing  the  convenkardy  mounted  switch. 
Ail  you  have  left  to  do  is  manivaily  rotate  into 


For  more  information  on  the  Companion  Seat* 
or  other  Braun  mobility  products,  call  us  today 
at  1-800-THE  OFT.  v^'ill  give  you  the  name 
location  of  distributoism  yoiu*  area. 


the  forward  facing  position.  To  exit,  the 


procedure  is  ^iply  rewr^. 


Nov/  more  than  ever,  mobility  is  one  of  Ihc 
most  important  filings  in  youjf  life.  Let  Braun 
and  the  Companion  Seat*  be  the  answer  to 
your  needs 


The  Companion  Seat®  utilizes  your  van's 
original  seat,  but  replaces  the  existing  seat  base 
wifii  a unique  powet  base.  When  irol  needed, 
itfunctions  exactly  as  the  passenger  seat  This 
feature  makes  it  p^ect  for  active  femilies  with 


Patents  Pending 

TSSMtyft 


oire  niember  who  needs  assistance.  And, 


as  always,  Braun  thoroughly  tested  the 
Compenion  Seai®  tomeet  all  applicaWe  fedeiul 
motor  vchk^  safety  dUTHiaid^ 


“Providing  Ac^ress^  io  the  Worfd" 
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compreheiisive  booklet.  "GukJetines"  is 
nvaiubleat  no  diarge  by  calling  Braun 
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TV  Brtmi  Corpot^la^  f*  tht  lrtlcm«ikm*i  leader  ir,  »wfr/fily  indducii.  With  four  divishus  and  rt  nvrtitwide  diifnbutor  neltvotk,  nr 
are  poeithned^  to  prooide  the  eefuipmu^f  ‘*ud  ficrvicef  yoii  tteeJ.  Oaf  coftmifmeut  to  yi^ur  AUi^cltoti  if  alfc  fpppoited  ty  our  Thw- 
Ytnir  Witry-Cnr  Limited  Warranty,  S/mfdy  alt  ^ftX^77^C  UH'  hr  the  Braun  deohr  nrrrcst  you. 
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Is  VsMir  Therapy 
(FOTamen**"”^ 

It  can  be  when  you  use 
our  SPECIAL  PURPOSE  Equipment 
and  Supplies . . . 

For  Children  and  Adults. 

See  our  New  and 
Expanded  Catalog  for: 

" Mobility  Aids 

• Do-it-Yourself 
Supplies 

• Positioning 
Furniture 

• Wheelchair 
Accessories 

• Learning  & 

Communication 
Aids 


Consumer  Care  Products  Inc. 

810  N.  Water  St,P.0. 09x684  Td:  414-459-8353 

ShcbanamWI  53082-0684  FAX:  414459-9070 
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Providing  Quaiity  Services  for  Chiidren  and  Aduits 
with  Autism  and  Reiated  Deveiopmental  Disabilities 


Day  Residential  Farmstead 

Early  Inter/e ntior.  ■ Age  22  Ages  6-22  Age  18  - Adufthood 

Twelve-Month  Day  Educational  Programming 
Specialized  Community  Residences 
Early  Inten/ention  and  Home  Training 
Community-Based  Supportive  Employment  and  Vocational  Training 
After-School  Recreational  Programs 

Friendship  Farms:  Adult  Farm  Living  in  the  Heart  of  Cranberry  Country 


League  School  of  Boston,  Inc. 

225  Nevada  Street 
Newtonviile.  MA  02160 
16\7)  964-3260 

Herman  T.  Fishbein 
Executive  Director 


Accreditation  Massachusetts  Dept  cl  Education.  Oltice  lor  Chi'dren.  Dept  of  Social 
Services.  Dept  ol  Mental  Retardation.  Deot  of  Mental  Health.  NY  Dept  of  Education 
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Haverich  Ortho-Sport,  Inr. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0433 


Haverich 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
,now  available  in  North  America, 
/Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 

‘"  Parking  brakes  standard. 

” Latest  styling  and  wide 
choice  of  colour 
;4;y?^mbinations. 

More  than  30  specially 
. designed  accessories  to 
meet  every  need. 
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GETTING  OUT  OF  BED 
HAS  NEVER  BEEN  EASIER . . . 


THANKS  TO  THE  BED-BAR* 

The  BED- BAR*  promotes  inde- 
pendence and  will  help  with  your 
mobility  needs. 

Endorsed  by  Physical  and 
Occupational  Therapists. 

Only  *79  plus  L5  shipping 

Call  1-800-726-4233  today! 

Brown  Engineering  Corporation 

289  Chesterfield  Rt>ad 
Westhampton,  M A 01027 
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SUK'kton"  Bed 


■ \i'v.N  1'  !.\(V.i  r'iVl'Nf .;'■  ( ‘t.)  i nC.  V 


HARD’S  Stockton"  “Age  Appropriate”  Bed 
accommodates  your  child  with  the  safety 
and  convenience  you  would  expect  from 
the  nations  #i  manufacturer  of  hospital  cribs 
and  youth  beds, 

HARD’S  “Age  Appropriate"  Bed  includes  these  exclusive  features: 

• Available  in  a rainbow  of  colorful  epoxy  finishes 
and  laminate  colors  to  match  your  room  decor. 

• Currently  available  in  custom  sizes  to  accommodate  all  ages. 

• Hi-Lo  adjustment  for  convenience  and  safety. 

• Attains  all  orthopedic  and  comfort  positions. 

• Crib  type  safety  sides  are  close  to  the 
mattress  to  protect  arms  and  legs. 

If  you  would  like  iuformatuni  about  hoiv  ourfull  Hue 
of  beds  aud  cribs  trould  benefit  your  child,  as  tvell  as 
locating  your  nearest  HARD  dealer. . . call  us  today! 
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**Hand  over  Hand 
into  the  future!** 
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A community  of  alternatives  for 
children,  adolescents  and  adults 
who  are  physically,  mentally, 
or  medically  challenged. 

M Approved  Private  School 
(Extended  School  Year) 
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Summer  Activity  Program 

Adult  Vocational  and  Day 
Programs 


y ^ Physical  and  Speech 
Therapies 


M 


R 


Occupational  Therapy 
Aquatic  Therapy 
24-Hour  Nursing 
Personal  Care  Homes 
Residential  Cottages 
Respite  Care 


KC'enter  For  Independent 
Living 

Melmark,  Inc. 

2600  Wayland  Road 
Bvrtvyn,  PA  19312 
Phone  (610)  353-1726 
I -800-220-02 H 
Fax  (610)  353-8528 
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Faces  of  the  Special  Oippics 
Worid  Summer  Games 


AlUumgh  Uie  ccmvpetitors  at  tfiis  yeai'^s  Special  Olympic  Worid  Games  m Neiv 
Haverij  Connecticut  icpt'esenled  over  1¥)  countries,  they  ivere  united  by  their 
committnerU  to  athletic  eocceUence,  sportsmanship  and,  of  course,  fun! 

Exceptional  Parent  is  honored  to  recognize  the  outstanding  efforts  of  the 
participants  and  their  suppotiers.  Here  are  some  of  the  faces  of  the  1995  Special 
Olympics  World  Summer  Games: 


Daxton  Miller,  16,  of  Wichita,  Kansas  (left) 
and  doubles  partner  Darren  Hodgson 
(right)  get  a pat  on  the  back  from  tennis 
star  Pam  Shriver  (center^  at  a ceremony 
honoring  their  achievements.  Daxton,  who 
has  mild  mental  retardation  and  was  com*- 
peting  for  the 
first  time  In  the 
World  Games, 
won  a gold 
medal  in  the  sin- 
gles competition 
and  a bronze  in 
the  doubles 
competition.  “He 
felt  really  good 
about  being 
involved,”  says  Daxton’s  father,  Harold. 

“He  thought  it  was  nice  to  meet  people 
from  different  countries.  He  enjoyed  the 
competitive  nature  of  the  games.” 
Recognizing  Daxton’s  achievements, 
Wichita  mayor  Bob  Knight  proclaimed  July 
18, 1995  “Daxton  Miller  Day.” 

Swimmer  Rusty 
Corley,  17,  of 
Jamestown,  North 
Carolina  (seated) 
steps  onto  land  for  a 
moment  to  smile  for 
the  camera  with  his 
twin  brother,  Robbie 
(standing).  Rusty, 
who  has  cerebral 
palsy  and  hydro- 
cep>haius,  won  a gold  medal  in  the  25-meter 
freestyle  and  a bronze  In  both  the  SO-meter 
freestyle  and  the  25-meter  relay.  “He  went 
to  win,  but  he  also  went  to  have  fun.  He  did 
both,”  said  his  mother,  Bea.  Though  this 
was  Rusty’s  first  time  competing  In  the 
Worid  Games,  he  has  competed  In  the 
North  Carolina  State  Special  Olympics  for 
the  past  five  years.  Rusty  wasn’t  sure  at 
first  that  he’d  like  competing  again  but 
deckled  that  winning  “felt  pretty  good.” 


Twelve-year-old 
Nicole  Lowiie  of 
Largo,  Florida 
warms  up  for  her 
balance  beam  rou- 
tine. Nicole  has  an  . 
atrial  septal 
defect— a hole  In 
her  heart,  attention 
deficit  disorder,  a 
cleft  palate  and 
mild  mental  retar- 
dation. She 
received  three 
medals  in  the  gymnastics  competition 
inciudi^ig  a gold  In  floor  exercise,  a silver  in 
vaulting  and  a gold  for  her  overall  score. 
Nicole’s  developmental  psychologist  origi- 
nally suggested  gymnastics  as  a sport  that 
could  boost  Nicole’s  self-esteem — advice 
that  appears  to  have  been  accurate!  “I  had 
lots  of  fun,  made  new  friends,  and  all  the 
hard  work  was  worth  it,”  says  Nicole. 

Jon  Derr,  16,  of  Swampscott, 
Massachusetts,  gives  us  another  reason  to 
salute— his  bronze  medal  In  the  golf  com- 
petition. Jon,  who  has  Down  syndrome, 
had  the  support  of  more  than  200  coun- 
selors and  fellow  campers  from  Camp 
Ramah  of  New  EnglarKi  In  Palmer, 
Massachusetts, 
who  came  In 
three  school 
buses  and  two 
vans  to  watch 
their  friend  take 
the  green. 

Although  he 
didn’t  win  the 
gold,  Jon  real- 
izes It’s  his 
commitment 
that  matters.  “I 
did  my  best,” 
he  says.  ’’That’s 
what  counts  ” 


WriUrn  and  compiled  by  Jason  Roiider,  editorial  intenh 


Blake  Austin,  1 1 . (second  from  left)  of  Uttieton,  Colorado,  is 
a very  enthusiastic  percussionist  in  his  s<i':hoor8  sixth*grade 
band.  Blake,  who  has  multiple  disabilities  including  cerebral 
palsy,  mental  retardation,  visual  impainrnerit  and  a seizure 
disorder,  seems  to  have  a knack  for  boating  obstacles  as 
well  as  the  drums.  “Blake  Is  the  first  student  with  severe  dis- 
abilities to  be  In  band  at  his  school,”  writes  mom  Stephany. 
“It’s  his  favorite  class.” 


Brock  Davis,  6,  (left)  and 
best  buddy  Keegan 
WItherow  put  on  a puppet 
show  for  other  members  of 
their  kindergarten  class  in 
Muscatine,  Iowa.  Brock, 
who  has  cerebral  palsy,  is  a 
“pretty  popular  guy”  with  his 
classmates  says  mom 
Barbara.  She  adds,  “We 
firmly  believe  that  Brock's  inclusion  has  enhanced  his  moti- 
vation to  learn  and  be  independent— just  like  all  his  friends.” 


Lean  on  me!  Emily 
Jean  Mailman,  4, 

(right)  of  Windsor 
Locks,  Connecticut, 
gladly  shares  a shoul- 
der with  her  best 
friend  Allison  Pepin,  2. 
Emily  has  Down  syn- 
drome “out  in  our 
neighborhood,”  WiHe 


Finally,  you  can  say  “yes"  to  youn  child. 
Yes  - to  real  jeans 
boys  8.  girls  love  to  wear... 


Give  your  child  today ‘n 
look  & dressing 
independence  with 
Clothing  by  12 
that  is  high  quality, 
innovative  & functional. 

Clothing  by  12. 

We  Listen, 
we  respond  - 

“I  too  can  wear  thatl” 


2™  To  order  or  for  more 
information  call  us  at 

800-865-4228 


Made  in  the  U.S.A. 

Shipping  and  handling  by  people  with  disabilities. 


Circle  #236 


r 


"Music  ware" 

Learning  Through  Song  & Games 


The  Rodeo* 

Teen  Tunes* 

Away  We  Ride*t 
Old  MacDonald's  Farmt 
Five  Little  Duckst 
My  Action  Bookt 
Make  It  Got 
Best  of  kidTECHt 
Five  Green  & Speckled  Frogst 
' Monkey’s  Jumping  On  the  Bedt 


Call  1-805-396-8676  for  brochure 

Software  for  MACINTOSH  & PC 


parents  Linda  and  Matt,  “she  Is  just  one  of  the  gang  end 
participates  in  ail  outdoor  activitiee  with  her  buddies.” 


Would  you  like  to  sfuiro  a favorffe  candid  snapshot  or  slide  of  your 
child  and/or  family  with  other  readers  of  Exceptional  Papent?  Send  It  to: 
Readers*  Photos,  Exceptional  Parent,  209  Han/ard  Street,  Suite  303, 

Bfxx)kline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  chlld*s  full  name,  age  at  the  time  photo  was 
O 9n,  address  and  daytime  phone  number,  and  identify  everyone  In  t^^^ 

" D 1 )to.  If  you  like,  you  can  also  write  a few  sentences  about  your  child: g O 
m look  for  a familiar  face  in  an  upcoming  Issue!  ^ ^ * 


* Softv/arc  appropriate  for  teens  with  multiple  disabilities. 
1 Software  appropriate  for  all  early  childhood  students. 


ACCESS  OPTIONS: 

Mouse,  TouchWindow®, 
Single  Switch,  IntclHKeys®, 
Ke:nx®  with  Key  Largo'^^ 


SoftTouch/'kidTECH 

4182  Pinewood  Lake  Drive 
Bakersfield.  CA  93309 


(Overlays  available) 


Ph 


805-396-8676^  fax  805-396-8760^ 
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MED -Certified  Repair  Centers 
Emphasize  Service 


I he  MED  New  Equipment 
Warranty  Service  (NEWS),  which 
can  be  purchased  from  any  MED- 
certified  repair  center,  helps  con- 
sumers and  parents  avoid  the  high 
cost  of  equipment  repairs  and 
keeps  children  and  adults  with  dis- 
abilities on  the  move!  NEWS  pro- 
vides warranty  coverage  equivalent 
to  the  original  manufacturers  \var- 
ranty,  including  coverage  for  up  to 
three  years  from  the  date  of  pur- 
chase. No  out-of-pocket  expenses 
on  covered  repairs  means  extra 
peace  of  mind! 

ProtBctionfrommajo^ 
repair  bills 

NEWS  coverage  begins  on  the 
date  of  purchase;  it  runs  concur- 
rently with  the  manufacturers 
w'arranty  and  then  continues 
when  the  manufacturers  warranty 
expires.  Two-  or  three-year  war- 
ranty agreements  are  available  and 
can  be  renewed  indefinitely. 


Affoniability 

For  onl^  few  cents  a diiy, 

NEWS  protex:ts  you  against 
repairs  that  am  cost  many  times 
the  price  of  the  etwerage.  Ask 
about  the  low  cost  of  protecting 
txjuipment,  inc'uding  manual 
wheelchairs,  [xrwer  wheelchairs, 
lift  ch;urs,  wui  lifts,  stiiir  glides, 
sccK>ters,  electric  I'.ospltal  Ixxis  and 
oxygen  concentrators. 

ERJC>  HCIPTIONAl  P««HT  / SEPT 


Coverage  indudes 
parts  and  labor 

NEWS  awers  repair  costs,  includ- 
ing p>aits  and  labor.  In  faa,  while 
the  cx^uipmeni  is  covered  by  the 
original  manufacturers  warranty 
NEWS  covers  labor  costs,  which 
may  not  be  covercxl  by  the  origi- 
nal warranty.  After  the  manufac- 
turers warranty  period  has 
elapsed,  NEWS  continues  to 
cover  the  same  repairs  covercxl  by 
the  original  manufacturers  war- 
ranty. ITiere  are  no  deduaibles  or 
co-payments  for  covered  repairs. 

Free  replacement  batteries 

Agreements  that  cover  power 
mobility  equipment  include  one 
free  set  of  replacement  batteries. 
The  replacement  set  may  be 
ordered  at  any  time  during  the 
warranty  agreement  pxritxl. 

Accessibirtty 
and  transferability 

MED<ertified  repair  centers  are 
located  across  the  country.  This 
network  gives  travelers  access  to 
high-quality,  guaranteed  repairs  as 
xhey  travel  throughout  die  United 
States.  To  find  the  nearest  MED- 
cenified  repair  center,  call  (800) 
825-5633. 

If  equipment  is  sold,  the  war- 
ranty may  be  transferred  to  the 
new  owner  for  a nominal  admin- 
istrative fee. 

Certified  technicians 

Our  repair  technicians  have  gone 
through  extensive  training,  cduai- 
ticn  and  testing — which  includes 
both  written  cx;iminations  and  a 
thorough  d:  "‘onstration  of 
skills — to  btxromc  certified  to 
assess  and  repair  your  equipment. 
As  part  of  their  training,  techni- 
cians are  required  to  attend  tech- 
nical scmitiars  and  arc  ctmtinu- 
ously  update*d  on  ne*w  pnxlucts 
and  service  techniques.  MED 
certified  technicians  are*  the*  Ixist- 
informed  and  bcstH]ualifiexl  tech- 
niciiuis  in  the*  industry. 

‘Vraining  consists  of  three  le*vcls. 


At  the  first  level — Bronze — tech- 
nicians arc  certified  to  perform 
manual  wheelchair  repairs  within 
a set  period  of  time.  They  leam  to 
work  efficiently  and  provide  accu- 
rate estimates  on  repair  costs.  At 
the  next  level — Silver — techni- 
cians are  certified  ro  perform 
power  wheelchair  repairs  within  a 
set  period  of  time.  They  know 
elearonic  fundamentals  and  can 
locate  and  eliminate  sources  of 
trouble  in  major  manufacturers* 
products.  At  the  highest  krel — 
Gold — technicians  learn  advanced 
elearonic  theories  and  can  super- 
vise other  technicians. 

The  certification  program  also 
includes  customer  service  and 
safety  training.  From  day  one, 
technicians  are  taught  the  impor- 
rance  of  excellent  customer  ser- 
vice, safety  and  comfort.  The 
MED  group  believes  that  being 
technically  competent  is  only  part 
of  Ix’ing  a complete  technician. 

MED<enificd  repair  centers 
set  unprecederitcd  standards  in 
the  medical  equipment  industry* 
for  professionalism,  technical 
competence  and  customer  service. 
All  work  is  guarantc*ed. 

Our  certified  technicians 
understand  that  each  persons  nor- 
mal daily  aaivities  depend  on 
properly  operating  equipment, 
and  they*  are*  dedicated  to  keeping 
active  [xx)ple  active. 

MED  National  Repair  Center 

The  MED  Nation^  Repair 
Center  provides  comprehensive 
tcchnicil  support  to  the  national 
net\vork  of  MED<ertificd  repair 
centers.  The  MED  National 
Repair  Q*nter  cxpxrts  provide 
assistance  by  telephone  when 


a technician  is  trouble-shooting  a 
difficult  problem;  they  walk  die 
technician  step-by-siep  through 
rqnir  procedures.  This  service 
saves  both  time  and  money. 

The  MED  National  Repair 
Center  stocks  an  extensive  inven- 
tory of  elearonic  components 
that  meet  or  excec*d  manufaaur- 
ers’  specifications  for  quality  so 
customers  don’t  have  to  wait 
while  parts  are  on  order. 

Every  employee  of  a MED- 
certified  rep’^air  center  is  commit- 
ted to  upholding  the  high  stan- 
dards of  quality,  service  and  ethics 
that  are  the  foundation  of  the 
MED  group.  Tills  means  raking 
our  slogan  to  heart — '^dedicated  to 
improtnng  the  quality  of  your  life.  ” 

Any  MED-certified  repair  center 
can  provide  the  necessary  injhrma- 
tion  to  purchase  a New  Equipment 
Warranty  Service  plan. 

Contact  The  MED  Group, 

S225  S.  Loop  2S9,  Ste.  600,  Lubbock, 
TX 79423;  (800)  825-5633; 

(806)  793-6480  (fax). 


**WhdeMMir 

^itiauldyouuseaeiMbeMBrieeirtchairBand'K^^  ' 

equipment  to  a ootKiedsenk»(«n(w  ' ^ 

video,  Wheelchair  Batterios, 
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FRIENDSHIP 

It  comes  with  time,  trust,  and  a shared  sense  of  values. 


■ At  MED  Certified  Repair  Centers,  we 
feel  our  customers  are  our  friends.  But, 
we  know  triendsliips  have  to  be  earned. 
We're  conlident  your  friendship  will  be 
earned  once  you've  experienced  our 
coateous  and  highly  talented  repair  tech- 


"Keeping  Active  People  Active." 
Through  graduated  levels  of  training  and 
education,  our  technicians  are  instructed, 
tested,  and  certified  to  competently  assess 
and  repair  your  wheelchair. 

■ Our  certified  technicians  will  provide 


nic.ans.  our  rapid  turn-around  time,  and  our 
guaranteed  repairs  at  lair  prices. 

K MED  Certified  Repair  Centers  are  a 
nationwide  network  of  independently 
owned  medical  equipment  providers  and 
repair  centers  They  share  a common 
sense  of  values  and  are  dedicated  to 


Our  Personal 
Guarantee  To  You 

Our  staff  will  be  courteous 
to  }/ou  at  all  times. 

Tliei/  will  on/y  do  work 
}/ou  have  authorized. 

Our  labor  toill  be  guaranteed  for 
30  days  from  date  of  repair. 

Wc  will  warranty  replacetnent 
parts  for  90  days  from  installation. 

We  will  make  available  to 
you,  for  your  inspection, 
all  parts  we  replace. 


you  with  quality  service  and  repairs  no 
matter  what  type  of  chair  you  use  - - racer, 
basketball,  tennis,  ultra-lightweight,  or  high 
performance  power  drive. 

■ At  MED  Certified  Repair  Centers,  we’re 
not  just  looking  for  the  quick  fix.  we’re  look- 
ing to  establish  long  lasting  friendships. 


MED  Certified  Repair  Centers 


Keeping  Active  People  Active 


CALL  1-800-477-6272 

for  the  MED  Certified  Repair  Center  nearest  you,  and  receive  a valuable  free  coupon  booklet  filled  with  discounts  on  repair  services. 
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Building  our  Future 


On  a f^ily  vacation,  Nicholas  and  Dad  get  ready  to 
take  the  boat  out  for  a spin  on  Pelican  Lake. 


Remember  when  you  were  young 
and  built  a snowman  or  a sand 
castle?  You  were  so  proud.  Then, 
the  next  day,  you  went  out  to  the 
back  yard  or  down  to  the  beach  and 
found  total  devastation. 

That's  how  I felt  the  day  my  son  was 
bom.  When  the  day  started,  I was  filled 
with  excitement  and  anticipation;  just 
hours  later,  I was  running  down  the 
hospital  hallway  beside  my  sister-in- 
law  and  a nurse,  who  was  pushing  my 
wife’s  stretcher  into  tlie  emei^gency 
room.  Days  seemed  to  pass  before  the 
doctor  came  out  and  said  my  wife  was 
line,  but  the  baby  might  not  make  it 
My  new^  son,  Nicholas,  wus  going  to 
be  sent  to  Children’s  Hospital,  and  I 
went  along.  The  ambulance  ride 
seemed  to  last  forever!  I kept  wonder- 
ing if  my  son  woultl  live  and  how  my 
wife  must  be  feeling,  all  alone  at  the 
other  hospital.  What  a mess!  How  could 
sometlung  so  beautiful  tiun  so  ugl/.^ 
Tlie  doctor  at  Children’s  Hospital 
said  that  Nicholas  had  suffered  oxy- 
gen deprivation  and  was  having 
seizures.  Nicholas  was  on  a lot  of 
medication  and  the  dcKlor  told  me, 
^Tlie  prognosis  isn’t  good,  but  time 
will  tell.  Kids  are  tougli.” 


by  Mark  Brown 

J didn’t  want  to  leave  for 
fear  Nicholas  would  die  with- 
out family  by  his  side.  So  I 
waited.  And  every  day,  as  1 
waited,  the  medications  start- 
ed to  wear  off.  Finally,  Nick 
started  to  wiggle. 

During  those  long  days  by 

his  bedside,  my  son  became  a 

passion.  “Think  positive!”  I 
kepi  telling  myself.  I sang  to  Nick,  read 
to  him,  talked  to  him;  I still  don’t  know 
if  I did  all  those  things  because  I was 
tired  or  because  I was  going  crazy. 
Then  one  day,  exhausted,  I fell  asleep 
next  to  Nick’s  bed.  When  I woke  up 
and  looked  at  him,  ire  was  looking 
back  at  me!  At  that  moment,  I knew  he 
was  going  to  live.  I was  so  happy.  I felt 
a burning  deep  inside  my  heart 


Finally,  Nick’s  mom  got  to 
visit  for  the  first  time.  That  visit 
made  me  realize  why  God 
made  moms  and  the  important 
role  they  play  in  a child's  life. 
Nick  started  eating  a little. 

Alter  nine  days  in  the  hospital, 
Nick  was  ready  to  come  home. 

For  our  family,  everytliing 


Fathers^  Voices  is  a fvguiarfealiire  of  Excf.moNM  Rarest  magazine.  This  colvmny 
coordinated  by  James  May^  Project  Dbvctat'  of  the  National  Father's  Nehvork.,  focuses 
onfaUnrs'(xvi)enenc(*s  mtrirtg  childroi  ^^rith  special  needs.  Your  contributions  to  this 
column  a)v  encouwged. 

Fo}'  more  irfotrnalion  about  the  National  Fatlu’^s'  Nehvotic  (NFN)  or  to  tvceive 
their  }wwslettet\  unite  or  call:  National  Fathers'  Nelwoiic,  The  Kindetifig  Centery 
J6J20N.E.  Eighth  StnvU  Bdievue  WA  98008^  (20b)  or  (206)  284-9664 

(fax).  Funded  by  a Mataiial  and  Child  Health  Biocau  gmnty  the  NFN piovides  net- 
working opportunities  for fathms;  dc^vclops  supjxrH  and  mentonng  p)x>gmms;  and 
amtes  cunicidum  promoting  fathers  as  significant  nurturing  people  in  their  cliU- 
O fs  and  families'  lives. 
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• changed  the  day  Nick  was  bom. 

I Nick  ended  up  with  a diagnosis  of 
; cerebral  palsy.  Our  life  consists  of 
i braces,  doctors,  testing,  neurologists, 
' eye  patches,  physical  therapists, 

I occupational  therapists,  adaptive 
! equipment,  tight  schedules  and  a 
; whole  lot  more.  But  our  family  and 
j friends  have  come  together  to  give 
! us  love  and  support, 
j Though  Nick  is  only  two  years  old, 
he  has  accomplished  so  much.  Yes, 
Nick  has  disabilities — he  can’t  walk, 
talk  or  sit  very  well.  But  he  can 
smile,  laugli  and  cuddle.  He  can  nod 
“yes,”  shake  his  head  “no  ’ and  make 
the  sign  for  “music.”  He  hugs  and 
gives  kisses.  Nick  is  beautiful,  he’s 
ours  and  he’s  here! 

Our  whole  family  keeps  building 
those  snowmen  and  sand  castles — 
no  matter  what  the  next  day  brings. 
Every  day,  we  hope  to  build  one 
better  and  stix>nger  than  the  one  we 
built  the  day  before.  EP 


On  his  second  birthday,  Nick  found  a 
way  to  have  his  cake  and  eat  It  too. 


Mark  Brown  lives  in  ShakopeCy 
Minnesota  with  his  wifCy  Audreijy 
and  their  children,  Ryariy  9, 

Kelly,  6.  and  NicholaSy  2.  Mark 
is  a manager  at  Anchor  Glass 
Container  Corporvtion.  In  his 
s pa  rv  f i m c,  h e 'mjoys  ha  n t i ng 
andjisliing. 
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**Appropriate  movemenL 
not  static  positioning, 
is  the  key  to  improved 
health  and  independence** 

The  M.oyE^  curriculum 
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Walking  with  his  father  Is  now  a daily  Joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  teachers.  M.O.V.E.*  and  Rlfton  Equipment.  Duane  Is  making  real 
progress.  The  M.O.V.E.*  curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disabilities.  Working  in  partnership 
with  M.O.V.E.*  founder  Linda  Bidabe.  Rift  on  has  developed  a 
complete  line  of  equipment  to  support  the  M.O.V.E.*  program. 

•TIk*  M.O.V.E.  cnirrlful'.ini  Is  ropyriuhlcd  by  thf  Kern  County  CnUforiila 
Suprrintcntlciit  of  St  litKils  aiut  Ut  cuscd  to  M.O.V.K.  In tc*rnat tonal. 

Take  your  first  step  today.  Call  1-800-374-3866 
for  more  information  and  a free  catalog. 


R flO'*  I Of  proplo  Vyin|nQ|-^r!i  • PO  Bo^  901  RouU?  • n-Mi*n  NY  17471-0T01 


Suzanne 


'You  can  do  everything 
with  one  hand'' 

Sitzajine  Miller^  54,  has  taught  elementa)^  school Jdr  28 
yew's — the  last  25  as  a special  education  ivaduig  teacher 
in  the  Waukegan,  lUinois  public  schools.  She  woiks  pri- 
marily with  students  who  have  teaming  disabilities. 
MiUer' suffered  a strvke  at  14  months,  which  weakened  her 
vision  and  the  left  side  of  her  body.  The  following  was 
adapted  from  an  interview  between  Miller' and 
ExcEmoNAi.  Parent  intern  Michele  San  Filippo. 

I was  perfectly  healthy  when  I was  bom.  Then  one  night, 
when  I was  14  months  old,  I got  very  sick.  My  parents 
put  me  to  bed,  but  I didn’t  wake  up  the  next  morning. 
They  rushe<J  me  to  the  hospital,  where  doctors  said  I had 
polio.  Four  years  later,  however,  a doctor  from  Temple 
University  looked  at  rne  and  said,  ‘Tliis  young  lady  never 
had  polio — she  had  a stroke  or  a cerebral  heniorrhage.” 

As  a young  child,  I attended  a “regular”  nursery  school, 
then  went  to  parochial  school.  I had  a difficult  time  ac^just- 
ing  to  wearing  my  leg  brace.  The  other  childi'en  used  to 
make  fun  of  me.  In  the  fifth  grade  I also  got  glasses;  not 
only  did  I limp,  now,  I was  a “four-eyes,”  too. 

My  father  worked  as  a sales  manager  for  Oscar  Meyer 
and  Hi-Grade  Food  Corporation,  so  v/e  moved  around  a lot. 
My  sister,  Jane,  hated  moving  and  used  to  get  mad  because 
I would  be  so  excited  to  hear  about  our  next  move.  I woiild 
clap  my  hands  and  say,  “Yippee!”  I must  have  thought  tliat 
by  moving  to  a different  state,  I could  forget  my  bad  experi- 
ences in  school  and  start  over. 

Tough  love 

It  didn’t  matter  what  happem  d at  school — at  home,  my  pai'- 
ents  emphasized  that  I was  no  different  from  anybody  else. 

I remember  one  day  I 
dropptKl  a piece  of  paper 
on  the  floor.  I expected  my 
parents  to  pick  it  np.  They 
refused.  I said  to  my 
father,  “Well,  if  you’re 
gonna  do  tliis  to  me,  then 
ril  just  nm  away.” 

He  opened  the  door  and 
said,  “Good.  I^eave.” 

And  there  I was — out 
on  the  iK)n*h.  It  was  win- 
tertime. It  was  snowing, 

Suzanne,  6,  enjoyed  riding 
her  tricycle  around  the  neigh- 
borhood. 


The  Miller  family  (from  left)— Jane,  Margaret,  Suzanna  and 
Frank — celebrated  Suzanne’s  1960  graduation  fn^m  Framingham 
High  School  in  Framingham,  Massachusetts. 


ERIC 


I 


CXCtPTIOHAl  PARENT  / SEPTEMBER  1005 


67 


and  my  father  wouldn’t  give  me  a coat!  I kept  banging  on 
the  door. 

“Are  you  coming  in?”  he  asked. 

“Yes.” 

“Fine,”  he  told  me.  “Now  go  pick  up  that  piece  of  paper." 

“No!” 

We  went  through  this  routine  four  times.  I was  getting 
colder  and  colder.  Finally,  I came  in  and  picked  up  the 
paper.  What  can  I say?  I’m  stubborn! 

My  parents  stressed  independence  for  my  sister,  too. 
They  wanted  her  to  have  her  own  life.  When  I would  drop 
things,  Jane  would  run  to  pick  tliem  up,  but  my  parents 
would  tell  her,  “No.  Don’t  do  that.  You  liave  to  let  Sue  cake 
care  of  herself.” 


High  school 

My  high  school  years  were  difficult.  During  my  freshman 
year  at  Springfield  Higi  S^-hool  in  Springfield,  PennsyK’ania, 
I had  to  have  a lot  of  ortlinpedic  surgery.  And  by  my  junior 
year,  my  family  had  move  '^ain — this  lime  to  Framinglvam, 
Massachusetts.  In  many  ways,  I was  a typical  teenager,  I 
wanted  to  be  included  in  all  the  activities,  but  wasn’t 
always  accepted. 

Even  in  high  school,  I knew  I wanted  to  be  a teacher.  But 
because  of  my  hang-up  about  my  disability,  I came  up  with 
the  idea  that  1 would  become  a teacher  for  children  who  wvre 
blind — because  they  ^vouldn’t  be  able  to  see  my  disability. 

‘i  referred  myself!'" 

After  graduating  from  Butler  University  witli  a degree'  in 
elementaiy  education,  I started  applying  for  teacliing  i)osi- 
tions  in  public  schools.  I’d  make  it  through  the  screening 
process  and  get  ;ui  interview.  But  “myst^'iioiisly,”  1 was 
never  offered  a job.  I ilnally  found  a two-year  position 
teaching  fourtli  grade  at  a parochial  schex)!.  But  when  tliey 
didn’t  ask  me  to  ccjnlinue,  I was  back  whei*e  I stalled. 

At  diis  }x>int,  I remembered  what  one  higli  school  coim- 
selor  had  told  nw — “If  you  eventm  into  iiny  problems  with 


employment,  remember  the  federal  government  has  an 
obligation  to  see  that  you  are  employed."  So  I looked  up  the 
state  vocational  rehabilitation  commission  and  made  an 
appointment. 

As  soon  as  I walked  into  the  office,  they  asked,  “Who 
referred  you  to  us?” 

I said,  “I  did.” 

Then  they  asked  again,  “No.  Who  sent  you  to  ns?” 

I said,  “You  don't  understand.  / did. . . I feel  I am  being 
discriminated  against,  so  here  I am.” 

Vocational  rehabilitation  enabled  me  to  go  to  Northern 
Illinois  University  and  get  my  master's  degree  in  reading.  They 
told  me  to  pay  for  the  first  seinester,  and  if  I got  through  it 
with  good  grades,  they  would  pick  up  the  tab  for  the  rest 

Getting  into  special  education 

I never  intended  to  go  into  special  education;  I just  knew  I 
wanted  to  help  kids  learn  to  read.  I enrolled  in  an  introduc- 
toiy  special  education  course  only  because  at  that  time, 
you  needed  at  least  one  special  education  course  to  get 
teaching  certification  ii.  Illinois. 

Vrhen  I was  close  to  graduating,  I went  for  an  interview 
with  the  Waukegan  public  schools.  And  the  interview 
turned  out  to  be  with  the  director  of  special  education.  The 


position  would  involve  teaching  reading  to  children  who 
were  in  special  education.  I got  the  job,  aiid  Fve  been  teach- 
ing in  the  Waukegan  public  schools  ever  since. 

During  the  last  25  years,  IVe  seen  special  education 
come  a long  way.  The  children  are  a constant  challenge  for 
me.  You  can’t  baby  these  children;  you  have  to  respect 
them.  You  have  to  set  limits  and  provide  structure.  As  edu- 
cators, we  have  to  get  our  students  ready  for  the  working 
world,  and  enable  them  to  help  themselves. 

Sometimes,  I feel  my  disabili- 
ty gives  me  an  advantage  over 
other  teachers.  I can  ask  a child, 

“Would  you  like  to  help  me  do 
tiiis?  You  know  I really  can’t  do 
it  very  well”  By  letting  them  see 
my  strengths  and  weaknesses, 
they  learn  to  see  their  own. 

They  always  say  things  like, 

“Well,  I read"  or  “This  Is 
hard  for  me.”  And  I say,  “Well,  I 
can’t  run  and  jum^)  ” 

Sooner  or  later,  the  kids 
always  want  to  know  what’s 
wrong  with  me.  When  they  ask, 


Suzanne  and  younger  sister, 
Jane,  helped  their  father  cel- 
ebrate his  80th  birthday  at 
his  home  in  Florida 


school-related  services  for  children 
and  adolescents  with  continuing 
communication  to  school  districts. 


For  further  information  about  programs  and  services, 
call  (908)  233-3720.  Ext  8427. 

Children’s  Specialized  Hospital 

MOUNTAINSIDE  • FANWOOD  • TOMS  RIVER 


wurribrella 


INTRO  DU.CING 


The  retractable  “wheelchair  umbrella” 


for  ■ ' 


[i 


SO  COOL! 


•Protects  from  RAIN  and  SUN. 
•Available  in  several  colors. 

•Attaches  and  detaches  in  seconds. 
•Fits  all  wheelchairs  with  push-handles. 


wumbrella 


Call  or  write  NOW  for  a FREE 
FULL  COLOR  BROCHURE! 

Osprey  Engineering 

filiffsilsficicliSfl  po.  Box  51 1 

Winchester,  MA  01890, 
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Role  Models 


^OV[s  ScfiooC 

For  Children  With  Cerebral  Palsy 


Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include; 

• Physical  Therapy  • Special  Education 

• Occupational  Therapy  * Music  Therapy 

• Special  Medical 

■ Speech  end  Attention 

Lenauege  Therapy  . Adapted  ttecreetlonel 

• Communication  Aids  Activities 

HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultar.ts  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  cail: 

Diane  L Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 
4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2586 


rout iinird  fmm  fxiffr  eil 

I jiist  tell  them,  “I  was  sick 
as  a baby,”  and  let  tlie  sub- 
ject drop.  Then  I wait 
Alx>ut  tliree  or  four  weeks 
later,  tliey  stait  raising 
their  hands  and  asking 
(juestions:  **How  do  you 
wash  your  liaif?”  "How  do 
you  take  a bath?”  "Does 
somebody  live  wiUi  you  to 
take  care  of  you?” 

One  day,  one  little  boy 
got  tired  of  all  the  ques- 
tioas  and  said,  "Look,  just 
leave  Miss  Miller  alone. 

She  told  you  she  was  sick 

when  she  was  a baby.  And  

besides,  you  can  do  everything  with  one  hand.  The  second 
hand  just  helps  the  first  hand  do  things  faster.” 

My  most  rewarding  moments  as  a teacher  are  when  chil- 
dren I had  in  the  past  come  back  to  me  and  say,  "Hey,  Miss 
Miller,  remember  me?  Vm  in  college  now!  I have  a job  and 
tlris  is  what  Tm  doing. . ."  lt*s  very-  rewarding  to  see  their 
accomplishments  and  to  laiow  that  I have  made  a differ- 
ence in  theii'  lives.  EP 


""Miss  Milier,**  as  she  is  known  to 
her  students,  always  encourages 
her  classes  to  use  their  imagina- 
tions— especially  on  Halloween! 
Serving  as  an  example  of  creativity, 
she  dressed  as  a scary  skeleton 
(far  light)  for  this  class  picture. 


The  only  scat  designed  for  kids  up  to  105  Ihs. 
(hut  actually  grows  with  your  child. 


Our  patented  Postural  Positioning  System  (PPS).  provides  adjustable  postural  support 
tnat  can  be  changed  for  growth  or  tonal  flurtuations.  For  children  up  to  70  lbs. 


m w me  MAHWicniitB  more  or  seres  for  churh 

WITH  SnCIRE  REEK  THRI  Mm  BSE  IN  IRE  WOREIL 

When  the  National  Easter  Seal  Sod  ty  purchases  car  seats  for  the  loaner 
programs  they  support,  they  turn  to  Snug  Seat... the  only  company  that 
provides  car  seats  for  all  children  with  special  needs.  To  protect  your  most 
precious  possession,  look  to  Snug  Seat.. .The  Child  Transportation  Experts. 

(AU  FOR  MORE  INFORMATIOH  OR  THE  NAME  OE  THE  DEALER  NEARP  YOU 
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®Back  and  forth,  in 
and  out  of  conven- 
tional hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child's 
neurological  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 
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Hospital  for  Children  and  Adolescents  • 9407  Cumberland  Road  - New  Kent,  Vir^nia  23124  • J '800-368-3472 
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Quality: 

It’s  Everywhere! 

by  Gail  Lieberman 


Ik  ■ hen  I read  magazine  arti- 
K V cles  listing  good  restau- 
IV  rants  or  recreational 
areas,  I often  wonder, 

^ isn’t  there  an  exam- 

ple from  my  conimunity?  Don’t  we 
have  one,  or  is  it  that  people  don’t 
know  about  what  we  have  to  offer?” 

It’s  the  same  way  when  it  conies  to 
schools.  One  school  may  become  a 
“lighthouse”  and  attract  people  from 
many  miles  around.  Another  equally- 
good  educational  program  may  remain 
the  best-kept  secret  in  the  state! 

For  this  article,  my  colleagues  on 
the  board  of  the  National  Association 
of  State  Directors  of  Special  Education 
helped  me  identify  some  hallmarks  of 
quality  educational  programs.  As  one 
board  member,  John  Corpolongo  of 
Oklahoma,  told  me,  “Quality  in  special 
education  is  like  quality  in  any  other 
endeavor.  It  starts  with  the  assumption 
that  what  is  being  delivered  can,  and 
must,  be  improved  upon.  With  this 
assumption,  special  education  continu- 
ally evolves  in  a dynamic  process  as 
families  and  professionals  gain  new 
knowledge  and  insights.” 

Interspersed  throughout  the  follow- 
ing 14  pages  are  profiles  of  tlie  schools 
and  programs  that  aie  recipients  of  the 
1995  ExcEmoNAL  Parent  Education 
Awards.  Even  if  one  of  these  programs 
is  not  in  your  community,  please  con- 
sider some  of  the  criteria  by  whic*h 
program  quality  can  be  judged.  You 
may  find  these  signs  of  quality  in  your 
local  educational  programs: 

• A unified  educational  pivgram  in 
which  administrators,  teachers  and 
parents  support  the  educ*ation  of  all 
children  in  a system  that  values  unity 
I’ather  than  segregation. 

• Collabonttion  among  all  staff 
members. 

• Ongoing  pmfess ion n I decelopmnd 


that  includes  and  focuses  on  families. 

• A focus  on  pyvblem  prevention. 

• Extensive  use  of  assistive 
technology. 

• Msyor  curriculum  adaptotions  to 
accommodate  student  needs. 

• Student  involvement  in  local  and 
state  assessments. 

• Active  inclusion  involving  interac- 
tion with  other  students  rather  than 
passivity  and  isolation  with  aides  or 
other  adults. 

• Ttansition  suppoii  for  the  family 
and  student  as  he  or  she  moves  from 
secondaiy  to  post-secondaiy  services. 

• Partnei'ship  and  commitment  in  all 
activities  related  to  students  with  dis- 
abilities. 


Getting  what  we  expect 
Wliat  do  you  need  to  ask  of  schools  and 
school  ^sterns  in  terms  of  quality? 
Consider  yomself  a shopper  seeking  to 
fill  an  identified  need — ^your  family  is  tlie 
“buyer;”  the  school  ^stem  is  the  “seller.” 
In  the  California  School  Boafd  Journal, 
Judy  Smith-Davis  wrote  about  assessing 
promising  practices  in  an  article  entitled 
“We  Will  Get  What  we  Expect”  Her 
questions  can  help  you  find  quality  in 
your  conimunity: 

• Oa  bns:  Ask  yourself,  “Wliat  goals  and 
objectives  am  I looking  to  fulfill?”  Ask 
tlie  school,  “What  goals  and  objectives 
are  yoiu*  practices  designed  to  achieve?” 

• Effectiveness:  Ask  yourself,  “How 
stringently  should  effectiveness  be 
demonstrated?”  Ask  the  school,  “What 
evidence  proves  tills  practice  is  success- 
ful in  achieving  what  it  claims?” 

• HistOi^:  Ask  yourself,  “Wliat  are  tlie 
qualities  that  define  my  local  setting?” 
Ask  the  school,  “In  wliat  administrative, 
geographical  and  educational  settings 
has  the  practice  been  used?” 


Marseilles  Elementary  School, 
Marseilles,  Illinois 


L995 

Over  the  past  few  years,  Marseilles  Elementary  School  EDUCATION  / 

District  #1 50  (MES)  has  worked  hard  to  develop  the  best  pos-  ^^AWARD 
sible  education  program  for  all  children — both  "regular"  and 
"special  needs"  students.  Because  my  eight-year  old  daughter,  Mary,  who  has  cere- 
bral palsy,  stays  in  her  own  town  to  go  to  school, 
she  has  made  many  friends  she  might  not  have 
made  otherwise.  As  a result,  she  Is  involved  in 
many  community  activities  including  church  and 
library  activities,  horseback  riding  and  swimming 
lessons. 

In  the  past  few  years,  MES  has: 

• Brought  special  needs  students  back  to  their 
home  school. 

• Created  a full-inclusion  program  using  all  adap- 
tations necessary  to  meet  students'  needs. 

• Remodeled  the  school  building  in  compliance 
with  federal  and  state  ADA  and  IDEA  regulations, 
and  even  gone  beyond  requirements  by  building  a 
three-story  elevator. 

• Organized  an  inclusion  committee  involving 
teachers,  administrators,  parents,  school  board 
members  and  community  members. 

• Provided  training  for  tear  hers. 

MES  does  its  best  to  help  each  student  meet  his 

or  her  highest  potential.  Mary  absolutely  loves 
school  and  for  that  we  are  very  thankful. 

NomiritJted  by  lulio  Hcttel,  parent 


Mary  Hettel,  a studant  at  Marseilles 
Elementary  School,  gets  a hand  (or 
two)  from  Mrs.  Saunders,  her 
personal  assistarTt 
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• Im })lemcn(ation:  Ask  yoiirself,  ‘‘Wliat  ■ 
kinds  of  ti^aining  or  assistance  are  needed 

to  implement  a new  practice?”  Ask  the  ’ 
school,  “How  is  this  practice  tauglit.  to  | 

fan  lilies  of  new  students  or  new  faculty  i 

members?  What  follow-up  and  problem-  | 
solving  assistiince  is  given?”  i 

• Change:  Ask  yourself,  “What  is  my  I 

timeline  for  producing  change?  What  is  | 
my  criteria  for  judging  success?”  Ask  the 
school,  “How  rapidly  does  this  practice  ‘ 

achieve  its  goals?  Do  you  have  evalua- 
tion procedures  for  measuring  success?”  j 

COMSIDER  YOURSELP  A ! 

I 

SHOPPER  SEEKING  TO  FILL  AN  | 
IDENTIFIED  NEED— YOUR  | 

FAMILY  IS  THE  “BUYER;”  | 

THE  SCHOOL  SYSTEM  IS  THE  j 

“SELLER.”  I 

Finding  quality  in  your  community 

Some  signs  of  quality  in  yom*  community  ; 

may  be  obvious.  You  may  need  to  disc’ov-  ! 
er  othem,  so  they  do  not  remain  a secret.  ! 
Still  others  you  may  need  to  create — | 
partnership  with  other  local  fanulies  and  ' 

professionals — for  your  child  and  for  : 

future  sclmoldiildren.  | 

As  my  coUe^ie  Bill  East  fioin  j 

Alabcuna  says,  “Quality  special  education  j 

is  resized  when  all  Alabanuans  live,  learn,  - 
work  and  play  in  communities  where  Uie  : 
wortlr  ol  every  person  is  valut'd,  where  ! 
individual  needs  ar  e supported  and  where  i 

opjKirtunities  are  banier-tm?.”  This  j 

statement  defines  quality  e<luc*at  ioir  for  * 

every  conmrunity'.  EP 


Our  iiliur)  (tntiiat 
sopit  of  tbe  most  insiiilitfgl 
(hild  psiidiology 


boobs  tier  writttn. 


There  ore  more  sophisticated  texts  available  for  treating  troubled 
children.  But.  in  at  least  one  case,  none  that  proved  more  effective. 
You  see,  Joey  was  in  a house  fire  and  seriously  burned  himself  As 
a result,  when  he  came  to  Health  Hill  Hospital  for  a program  of 
physical  and  occupational  therapy.  Joey  was  emotionally  withdrawn. 
A team  of  psychologists  helped.  And  the  approach  that  reached  Joey 
was  the  simplest.  A little  story  in  an  ordinary  child's  book.  Joey 
responded.  Which  meant  that  we  could  really  help  him  deal  with  his 
problem  Sometimes  t/ie  best  way  to  reach  a child  is  just  to  look  at 
the  world  from  his  point  of  view.  Health  Hill  Hospital  For  Children. 
2801  Martin  Luther  King  Jr.  Drive.  Qeveland.  OH  44104.  216-721-5400. 


HiZ/\LTH  Hill  Hospital  For  Children 

children  fee!  belter  w/iiie  they/e  petrinsJ  beffei 
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GV//7  Lirlx'nnatt  is  Uw  pmsident  of  the 
Natkmai  Assrxdrttion  of  State  Dinrtoi's 
ofSixTkd  Kdacatlou  (NASDSE).  She  has 
been  a s^xrhd  educator  afid  has 
for  the  state  of  lUinois,  in  tmious  ca^xte- 
dies,  for  24  yeats.  Gail  is  manmi,  and 
has  a nine-yea nold  daagldrr.  For  nunv 
ii(fonnation  alxnd  NASDSE,  ('ontact  Dr 
Mm1ha  Fields,  Envntiiv  Dinetor,  NAS- 
DSE, ISiK)  Dhnpnai  Rd„  Ste.  220, 

At  Axmdria,  VA  22lU7i.  (702) 
mice;  (702)  5W-7(m,  TIY 
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LObidet 


Make  Life  Easier! 

NATIONAL  1ST  PLACE  WINNER! 

1-800-582-4338 


(free  brochure) 
You*ll  Appreciate  the  INDEPENDENCE! 


Lubidet 


(loo-be-day:  a toilet  attachment) 

Gentle,  effective,  nonintrusive  personal  cleansing,  j 
Warm  water  wash.  Warm  air  dry. 

Lubidet  USA  )nc  : Dedicated  to  Healthy  LifestyiesI 


Easy  to  Install 
Easy  to  Ut« 


Right  or  LtftHand  Usa 
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Common  Questions  About 

Inclusion 


What  does  the  research  say? 

by  Dorothy  Kerzner  Upsky  and  Alan  Gartner 


What  is  the  definition 
of  inclusion? 

Tl\ere  is  no  official  definition  of 
“inclusion.”  However,  based  upon 
extensive  study  of  inclusive  programs 
and  consultation  with  educational 
leaders,  the  National  Center  on  Educ- 
ational Restructuring  and  Inclusion 
(NCERI)  has  developed  the  following 
working  definition:  “Providing  to  all 
students,  including  those  with  sig- 
nificant disabilities,  equitable  opportu- 
nities to  receive  effective  educational 
services,  with  needed  supplementary 
aids  and  support  ser  vices,  in  age- 
appropriate  classes  in  their  neighbor- 
hood schools,  in  order  to  prepare  stu- 
dents for  productive  lives  as  full  mem- 
bers of  society.” 

Are  there  any  full-scale 
research  studies  of  inclusion? 
Inclusive  education  programs  are 
a relatively  new  phenomenon.  As  a 
result,  there  have  been  few  full-scale 
evaluations  of  outcomes.  Researchers 


have  studied  individual  programs,  and 
several  statewide  and  local  evalua- 
tions are  currently  underway. 

A statistical  technique,  known  as 
meta-analysis,  allowed  researchers 
Baker,  Wang  and  Walberg  to  combine 
results  from  many  studies  and  com- 
pare the  effects  of  inclusive  versus 
noninclusive  settings.  Their  study 
found  “a  small-to-moderate  beneficial 
effect”  of  inclusion  on  academic  and 
social  outcomes,  meaning  that  “spe- 
cial-needs students  educated  in  regu- 
lar classes  do  better  academically  and 
socially  than  comparable  students  in 
noninclusive  settings.” 

Summarizing  several  studies  in  a 
report  to  the  President's  Committee 
on  Mental  Retardation,  Nisbet  con- 
cluded that  inclusion  resulted  in  posi- 
tive experiences  and  improved  atti- 
tudes for  children  with  and  without 
disabilities,  and  also  for  their  teach- 
ers. She  added,  “There  is  also  some 
convincing  evidence  that  integration 
or  part-time  mainstreaming  does  not 


accomplish  the  social  benefits  of 
inclusion.” 

In  its  summary  of  10  regional  hear- 
ings, the  National  Council  on 
Disability  reported  that  a majority  of 
witnesses  testifying  on  the  subject  of 
“least  restrictive  environment”  indi- 
cated strong  support  for  inclusive 
placements.  Many  parents  stated  that 
their  children  with  disabilities  made 
greater  academic  and  social  gains  in 
integrated  settings.  Parents  reported 
that  their  children  were  happier  in 
inclusive  classrooms  and  were  eager 
to  be  doing  the  same  activities  as 
their  peers.  This  testimony  reinforces 
the  results  of  several  other  research 
studies  arid  parental  reports  included 
in  the  national  studies  of  inclusive 
education  conducted  by  NCERI. 

Are  students  with  mild  and 
moderate  disabilities  successful 
in  inclusion  progi^ams? 

Overall,  studies  comparing  differ- 
ences between  inclusive  and  segregat- 


Tobey  Elementary  School, 

Vicksburg,  Michigan 

Tobey  Elementary  School  provides  a comprehensive  program  for 
students  with  developmental  disabilities.  Through  careful  plan- 
ning involving  parents,  the  staff  works  to  meet  the  academic, 
social  and  recreational  needs  of  these  students. 

For  example,  Joseph  Manslel,  an  1 1 -year-old  with  cerebral 
palsy,  has  attended  Tobey,  his  home  school,  for  the  last  two 
years.  Joseph  requires  assistance  for  feeding,  toileting,  wheel- 
chair mobility  and 
classroom  computer 
work.  The  staff  has 
been  creative  in 


Tobey  Elementary 
School  student  Joseph 
Mantle!  (center)  Joint  a 
teacher  and  a class- 
mate to  explore  the 
world  of  science. 
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finding  solutions  to  meet  these  needs.  His 
classroom  has  been  adapted  so  he  can 
be  either  in  his  wheelchair  or  a prone 
stander.  He  has  a full-time  health  care 
aide,  as  well  as  physical,  occupational 
and  speech  therapists.  He  now  has  a five- 
minute  bus  ride  to  school;  he  used  to  have  to 
ride  for  an  hour  each  way. 

Joseph  has  participated  in  the  music  program,  the  science  fair 
and  fund-raisers.  He  joined  his  classmates  when  they  read  sto- 
ries to  kindergartners.  He  is  a member  of  the  student  council. 
Recently,  he  participated  in  the  McDonald's  speech  contest 
using  a voice  synthesizer. 

At  his  last  annual  review,  Joseph's  classroom  teacher  stated 
that  the  past  year  was  rewarding  for  both  Joseph  and  his  class- 
mates. Though  originally  reluctant  to  have  Joseph  leave  the 
center-based  program,  his  mother  now  feels  the  transfer  to  his 
home  school  was  for  the  best. 

Nominated  by  HeLm  Magas, 
physical  thempist; 

Susan  Wolthuis,  occupational  therapist; 
and  Susan  Maston,  teacher-consultant 
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ed  settings  for  students  with  mild  and 
moderate  disabilities  have  found  more 
behavioral  progress  and  increased 
social  competence  in  inclusive  set- 
tings, but  limited  diffei'ences  in  acade- 
mic performance. 

A study  by  Jenkins  and  colle^ies, 
done  in  1992,  was  one  of  those  summa- 
rized in  Nisbet's  report  to  the 
President’s  Committee  on  Mental 
Retardation.  Jenkins  used  a standard- 
ized test  to  comp>are  students  with 
learning  disabilities  in  two  similar 
schools.  One  school  served  students  in 
the  regular  classroom;  the  other  used  a 
resource  room  “pullout”  model.  Results 
showed  that  students  receiving  all  ser- 
vices in  the  regular  classrooms  made 
significantly  higher  overall  gains. 

Affleck  and  colleagues  also  com- 
pared student  achievement  in  inte- 
grated vei'sus  resource  programs. 

They  found  only  slight  measurable  dif- 
ferences, however,  those  differences 
favored  the  integrated  settings.  Deno 
and  colleagues  report  similar  results 
in  a 1990  study.  They  found  that  while 
students  with  mild  disabilities  served 
full-time  in  a regular  class  progressed 
more  slowly  than  their  peers  without 
disabilities,  they  still  progressed  more 
rapidly  than  similar  students  served  in 
pullout  programs. 

Are  students  with  significant 
disabilities  successful  in 
inclusive  classrooms? 

Again,  studies  generally  report  more 
favorable  social  and  behavioral  out- 
comes for  students  with  significant  dis- 
abilities served  in  inclusive  settings. 
Because  most  of  these  students  are  not 
included  in  sUmdardized  testing,  acade- 
mic pt'rfonnaiice  is  harder  to  compai  e, 
however,  several  studies  l eport  greatei* 
achievement  of  lEP  objectives  in  inclu- 
sive settings. 

There  are  stweial  important  studies 
comparing  outf'onies  for  students  with 
signiflemit  clisjibililies  seived  in  inc*hi- 
sive  placements  compmed  with  segrc'- 
gated  stuffings.  F’or  exiunple.  Ferguson 
found  that  students  starved  in  tui  inclu- 
sive placement  had  greater  success  in 
achieving  lEP  goals  than  did  similar  stu- 
dents in  traditional  programs;  Burello 
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and  Wright  reported  gains  in  student 
self-esteem;  and  Marwell  reported 
greater  acceptance  by  peers  \\ithout 
disabilities.  Other  researchers  report, 
greater  behavioral  progress,  greater 
social  competence  and  at  least  equiva- 
lent academic  success  in  inclusive  ver- 
sus segregated  settings. 

In  two  studies.  Hunt  and  colleagues 
found  that  students  in  inclusive  classes 
had  lEPs  containing  more  references  to 
effective  instructional  methods  than 
did  students  in  segregated  classes.  The 
researchers  also  found  that  students  in 
inclusive  settings  were  more  likely  to 
interact  with  other  people  in  the  class- 
room. 

Are  inclusive  preschool 
programs  successful  for 
w/  students  with  disabilities? 
Nisbet’s  summary  of  the  research  con- 
cludes that  integration  has  positive 
effects  on  the  social  competence  of 
preschoolers  with  disabilities.  Tliey 
spend  more  time  playing  and  verbaliz- 
ing in  positive  interactions  with  peers. 
Integration  opportunities  also  iq>pear  to 
have  positive  effects  on  other  behav- 
iors, for  example,  increased  sophistica- 
tion of  play. 

Nisbet  adds  that  integrated  and  segre- 
gated settings  seem  to  be  equal  in  tenns 
of  measured  developmental  progress  on 
standardized  tests,  negating  any  argu- 
ment that  segregated  settings  can  pro- 
vide more  specialized  and  effective 
interventions.  Finally,  studies  report,  no 
negative  outcomes  for  “typical” 
presc'hoolers  attending  programs  that 
include  students  with  disabilities. 

^\re  inclusive  education 
programs  successful  for 
students  without  disabilities? 

A mcent  rcscaich  review  by  Staub  iuid 
Peck  addresses  three  common  concerns 
relattxl  to  students  \\itliout  disabilities. 

• Slower  academ  ic  ptvffiv.ss?  Studies 
c‘onsLstontly  find  no  slowing  of  academ- 
ic progress  for  students  without  disiibil- 
W'ws  in  inclusive  classrooms. 

• attndioufmfn  Studies 

showed  that  the  jiresiMice  of  students 
witii  severe  clisiibllities  had  no  effed  on 
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the  amount  of  teac'her 
attention  received  by  students  without 
disabilities.  Furthermore,  there  was  no 
difference  between  inclusive  and  non- 
inclusive  classrooms  in  tenns  of 
instnictional  time  lost  to  interruptions. 

• Leanilny  of  undesirable  behaviors? 
Evidence  indicates  that  students  with- 
out disabilities  do  not  acquire  undesir- 
able behaviors  from  peers  with  disabil- 
ities. On  the  contrary,  Staub  and  Peck 
identified  several  positive  benefits  for 
these  students,  including  increased 
comfort  with  and  av/areness  of  human 
differences,  improvements  in  self-con- 
cept and  the  development  of  warm 
and  caring  friendships. 

Helmstetter,  Peck  and  Giangreco 
reported  on  a statewide  (Washington) 
study  of  high  school  students  without 
disabilities  showing  more  positive  out- 
comes associated  with  increased  con- 
tact and  interactions  with  students 
with  disabilities.  These  outcomes 
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included  increased  responsiveness  to 
the  needs  of  others,  valuing  relation- 
ships with  people  with  disabilities, 
increased  tolerance  of  other  people, 
development  of  personal  values  and 
increased  sq)preciation  of  human  diver- 
sity. Several  otlier  studies  confirm 
these  positive  benefits. 

L_  I What  is  necessary  for 
/ / inclusive  education  programs 
U to  be  successful? 

NCERI’s  1994  national  study  of  inclu- 
sion programs  found  the  following 
keys  to  success:  visionary  leadership, 
collaboration  between  general  and 
special  education,  refocussed  use  of 
assessment,  supports  for  staff  and  stu- 
dents, funding  that  followed  the  child 
and  effective  parental  involvement. 

For  school  personnel,  systematic 
staff  development  and  flexible  plan- 
ning time  for  special-  and  general-edu- 
cation teachers  to  work  together  are 


essential.  For  students,  supports  for 
inclusive  education  may  include  coop- 
erative learning  (students  at  different 
ability  levels  work  together  on  a com- 
mon learning  task),  curriculum  adsq)- 
tations,  “hands-on”  learning,  multi- 
level instruction  (the  teacher  provides 
instruction  on  the  same  subject,  but  at 
different  levels,  to  students  of  differ- 
ing abilities),  provision  of  needed  ther- 
apy services  in  the  regular  classroom, 
peer  tutoring  and  support,  buddy  sys- 
tems, effective  use  of  assistive  tech- 
nology and  the  availability  of  class- 
room aides. 

Inclusive  education  does  not  mean 
that  all  services  are  always  provided 
in  the  regular  classroom;  for  example, 
training  in  Braille  and  mobility  tech- 
niques for  a student  with  a visual 
impairment  may  require  time  in  a spe- 
cial setting.  But  inclusion  means  that 
the  student’s  basic  placement  is  in  the 
regular  classroom  and  that  the  class- 
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room  teacher  is  trained  to  support  the 
student’s  special  training  in  Braille  and 
mobility. 

Does  inclusion  place  too 
great  a burden  on  general 
education  teachei*s? 

When  teachers  are  provided  with 
appropriate  supports,  their  experi- 
ences are  positive.  This  is  confirmed 
by  the  studies  done  by  Burello  & 

Wright,  the  Michigan  Department  of 
Education,  Giangreco  and  colleagues, 
Rainforth,  and  York  and  colleagues. 
Other  studies  (Chase  & Pope, 
Christmas,  McDonnell  & colleagues) 
show  that  when  needed  supports  are 
not  provided — not  surprisingly — 
teacher  attitudes  are  less  positive. 

What  about  costs? 

The  data  on  special  education 
funding  are  complicated  and  the 
answers  not  yet  clear.  The  best  data 
come  from  the  federally-funded 
Center  for  Special  Education  Finance, 
which  reports  that  current  fimding 
patterns  create  incentives  for  segregated 
education  and  disincentives  for  inte- 
grated education. 

Districts  that  have  fully-implemented 
inclusive  programs  report  that,  on 
average,  these  programs  are  no  more 
expensive  than  segregated  programs, 
and  perhaps,  are  less  expensive.  As 
researchers  McLaughlin  and  Warren 
point  out,  when  the  costs  of  provid- 
ing services  in  local  schools  are  com- 
pared with  the  costs  of  transportation 
and  educational  services  in  other  set- 
tings, inclusion  appears  to  be  less 
expensive.  However,  for  districts  to 
experience  actual  savings,  dollars 
spent  on  segregated  education  would 
have  to  be  transfeiTed  to  the  home 
schools  of  newly-included  students 
with  disabilities. 

Is  inclusion  appropriate 
for  all  students? 

The  law  recognizes  and  com- 
mon sense  tells  us  that  eac’h  child  is 
unique.  Educational  reseaich  canjiot 
identify  what  will  be  best  for  the  indi- 
vidual child.  The  decision  about  in(‘lu- 
sion,  or  any  other  educational  option, 

O 

ERIC 


must  be  made  individually — in  light  of 
the  law,  an  understanding  of  relevant 
research  and  the  family’s  values. 

The  law  shows  a clear  preference 
for  inclusion.  (See  “The  Law  and 
Inclusion,”  p£^e  40.)  As  the  court  stat- 
ed in  Oberti,  “Inclusion  is  a right,  not  a 
privilege  of  a select  few.”  The  decision 
went  on  to  state  that  a school  district 
may  not  place  a child  with  disabilities 
outside  of  a regular  classroom  “if  edu- 
cating the  child  in  tlie  regular  class- 
room, with  supplementary  aids  and 
support  services,  can  be  achieved  sat- 
isfactorily.” 

NCERI’s  1995  study  of  inclusive 
education  programs  reports  on  nearly 
900  school  districts  across  the  coun- 
try that  are  successfully  educating 
students  with  ail  types  of  disabilities — 
at  all  levels  of  severity — in  inclusive 
classrooms.  And  a Michigan 
Department  of  Education  study,  after 
reporting  on  research  data  showing  a 
strong  trend  toward  ifhproved  stu- 
dent outcomes  in  inclusive  settings, 
adds,  “One  must  seriously  question 
the  efficacy  of  spending  ever-increas- 
ing sums  of  money  to  maintain  dual 
systems.”  EP 
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The  Law  and  Inclusion 

by  Barbara  Ebenstein 


he  Individuals  witli  Disabilities 
P Education  Act  (IDEIA)  encour- 
I"  ages  school  districts  to  edu- 
I cate  children  with  disabilities 

i in  regular  classrooms.  The 

IDEA  uses  the  term  “least 
restrictive  environment,”  meaning  tliat 
“to  the  maximum  extent  appropriate,” 
children  vrith  disabilities  should  be  edu- 
cated with  children  who  do  not  have 
disabilities,  and  that  “special  classes, 
separate  schooling  or  other  removal  of 
duldren  with  disabilities  from  the  regu- 
lar educational  environment,  occurs 
only  when  the  nature  or  severity  of  the 
disability  is  such  that  education  in  regu- 
lar classes  with  the  use  of  supplemen- 
tary aids  and  services  cannot  be 
achieved  satisfactorily.” 

Unforixmately,  this  language  leaves 
many  questions  unanswered:  When  is 
inclusion  appropriate?  What  supple- 
mentary aids  and  services  are  reason- 
able in  a cost-conscious  school  district? 
When  can  one  conclude  that  inclasion 
cannot  be  achieved  satisfactorily?  And 
whose  satisfaction  are  we  talking 
about?  Parents  and  school  districts 
often  disagree  on  these  points. 


When  parents  and 
school  districts  disagree 

Parents  who  do  not  agree  with  the 
school  district  regarding  a child’s  evalu- 
ation, classroom  placement  or  lEP 
(Individual  Education  Plan)  can  turn  to 
legally-established  due  process  proce- 
dures referred  to  as  “administrative 
remedies.”  The  first  of  these  is  an 
“inipartial  hearing,”  which  is  like  a 
miniature  trial  in  which  both  sides  pre- 
sent vritnesses  and  evidence,  including 
reports  of  the  child’s  past  classroom 
experiences,  to  a hearing  officer.  The 
hearing  officer  acts  as  judge  and  ren- 
ders a written  decision. 

Either  side — ^the  school  district  or 
the  parents — can  appeal  this  decision 
to  the  review  officer  in  the  state’s 
department  of  education.  After  review- 
ing the  electronic  or  written  record  of 
the  hearing,  the  evidence  that  was  pre- 
sented and  the  decision  of  the  hearing 
officer,  the  state  review  officer  will 
issue  a written  decision  about  the  case. 

This  decision  signals  the  end  of 
“administrative  remedies.”  Most  griev- 
ances are  resolved  by  this  point. 
However,  if  the  parents  or  representa- 


Fox  Chapel  Area  High  Schoot 
Pittsburg,  Pennsylvania 

When  you  walk  into  classrooms  at  Fox  Chapel  Area  High 
School,  you  can  expect  to  see  students  moving  in  and  out  of 
learning  groups  and  to  hear  teachers  coaching  and  giving  feed- 
back to  the  students.  But  don't  expect  to  be  able  to  tell  which  students  atxl  teachers 
might  be  labeled  "special  education." 

The  divisions  between  regular  and  special  education  aren't  obvious  here.  Instead  of 
special  education,  we  provi^  educational  support.  Support  teachers — formerly  called 
special  education  teachers — team  up  with  content-area  teachers  each  day  to  provide 
instruction  to  groups  of  students  with  diverse  learning  abilities.  In  co-taught  classes, 
support  is  available  to  any  student  who  needs  it. 

Here  is  what  support  at  Fox  Chapel  looks  like:  In  a social  studies  class  you  may  see 
a cooperative  learning  group  clustered  in  a corner  working  on  a map  project.  A sec- 
ond teacher  is  going  over  yesterday's  homework  with  students  seated  around  a table. 
As  you  walk  into  a math  class,  you  may  see  several  students  working  on  a computer- 
assisted  math  assignment,  while  next  door,  another  math  teacher  is  working  with  four 
students  from  the  same  class,  providing  a mini-lesson  on  measuring  volume. 

Through  team-teaching  and  adapted  instruction — including  adapted  study  materials 
and  testing — Fox  Chapel  Area  High  School  has  succeeded  in  creating  a comprehen- 
sive inclusion  program  that  addresses  the  diverse  ncxxls  of  all  its  students. 

Nominated  by  Lynne  Porterfield, 
coordithitor  of  special  education 
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fives  of  the  school  district  remain  dis- 
satisfied, they  can  seek  judicial  review 
of  the  case  in  the  federal  courts. 

This  process  begins  by  filing  the  case 
in  federal  district  court,  wluch  holds  a 
full  trial  and  renders  a decision. 

Next,  either  side  may  s^peal  to  the 
federal  circuit  court  for  the  region  that 
includes  their  state  or  U.S.  territory 
(see  sidebar,  page  42).  The  circuit  court 
will  review  the  transcript  of  the  district 
court  trial,  the  evidence  presented  and 
the  decision  rendered.  Lawyers  for 
both  sides  submit  written  briefs  (docu- 
ments summarizing  the  issues  and  per- 
tinent laws)  and  present  oral  argu- 
ments. After  a decision  is  rendered,  the 
case  may  be  s^pealed  to  the  U.S. 
Supreme  Court,  however,  very  few 
such  cases  are  accepted  for  review. 

Because  the  U.S.  Supreme  Court  has 
not  directly  addressed  the  issue  of 
inclusion,  each  federal  circuit  court 
must  set  its  own  criteria  for  determin- 
ing when  inclusion  is  appropriate.  A cir- 
cuit courc  decision  sets  a precedent  to 
be  followed  in  the  states  within  the 
court’s  jurisdiction.  Lower  courts  in 
jurisdictiOiXS  where  there  has  been  no 
circuit  court  precedent  are  influenced 
by  opinions  from  other  jurisdictions. 

To  know  the  criteria  a school  district 
should  use  to  determine  whether  inclu- 
sion is  appropriate  for  a particular 
child,  one  must  be  familiar  with  the 
precedent  followed  by  the  federal  cir- 
cuit court  in  that  jurisdiction.  This  is 
important  information  for  parents  to 
have — whether  they  want  their  child 
included  or  are  advocating  for  a more 
segregated  placement. 

“Mainstreaming”  and  academics 

In  1980,  the  U.S.  Supieme  Court 
reviewed  an  IDEA  case  brought  by  the 
parents  of  Amy  Rowley,  an  eight-year- 
old  who  was  deaf,  and  who  attended 
her  Icx'al  elementary  .school.  Amy’s  par- 
ents wanted  a sign  language  inteipreter 
in  Amy’s  classroom.  Although  inclusion 
was  not  at  issue  in  this  case,  the  Court  s 
decision  staUri  that  a child  with  a dis- 
ability, who  was  being  educated  in  a 


regular  classroom,  would  be  expected 
to  work  on  grade  level  and  progress 
from  grade  to  grade  with  the  rest  of  the 
class.  Tlie  Rowley  case  validated  the 
existence  of  two  separate  educational 
systems — one  segregated  system  and 
one  regular  system  in  which  children 
with  disabilities  who  could  perform  on 
grade  level  were  mainstreamed.  This 
meant  that  most  children  with  disabili- 
ties were  placed  in  segregated  classes, 
and  “mainstreamed”  only  for  music,  art 
or  physical  education. 

Relaxing  academic  standards 

In  1989,  an  important  circuit  court  case 
relaxed  the  requirement  that  a child 
with  a disability  must  be  able  to  work 
on  grade  level  to  be  included  in  a regu- 
lar classroom.  The  parents  of  Daniel  R, 
a six-year-old  with  Down  syndrome, 
wanted  their  son  placed  in  a regular 
classroom  in  Texas.  The  Fifth  Circuit 
Court  ruled  that  there  could  be  some 
modification  of  the  curriculum  to 
accommodate  Daruefs  special  needs. 
The  court  stated,  “We  carmot  deny  the 
child  access  to  regular  education  sim- 
ply because  his  educational  achieve- 
ment lags  behind  that  of  his  class- 
mates,” but  added  tixai  "mainstreaming 
would  be  pointless  if  we  forced  instnic- 
tors  to  modify  the  regular  education 
cuniculum  to  the  extent  that  the  handi- 
capped child  is  not  required  to  learn 
any  of  the  skills  normally  taught  in  reg- 
ular education.”  This  court  envisioned 
mainstreaming  as  appropriate  for  chil- 
dren who  could  master  at  least  some  of 
the  regular  curriculum. 

As  part  of  the  Daniel  R.  decision,  the 
court  developed  a “test”  still  widely 
used  to  determine  “the  least  restrictive 
environment”  appropriate  for  a particu- 
lar child.  Tliis  test  requires  a school  dis- 
trict to  weigh  four  factors  in  detennin- 
ing  whether  a child  can  receive  an 
appropriate  education  in  a regular 
classroom:  1)  the  educational  benefit  to 
the  child,  2)  the  non-academic  benefits 
to  tire  child,  3)  the  potential  disruption 
to  the  classroom  and  4)  the  cost  of  the 
placement  with  all  necessary  supple- 
mentaiy  aids  and  st'rvices.  The  school 
disUict  must  make  reasonable  efforts 
to  accommodate  the  child  in  a regular 
classroom — not  “mere  token  ges- 
tures”— but  if  Uie  child  cannot  be 
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Stemnietz 
Chicago,  Illinois 

Mrs.  Jackie  Williams  once  feared  a phone  call  from  the 
administration  of  Chicago's  Steinmetz  Academic  Center 
suggesting  she  find  anoAer  placement  for  her  son,  Carl, 
because  of  his  disabilities.  That  call  never  came.  Instead,  she  cel- 
ebrated her  son's  success  after  his  return  from  the  state  capitol,  where  he  and 
other  students  from  Steinmetz  had  presented  a play  focusing  on  the  gifts  and  tal- 
ents of  a diverse  school  population  in  an  urban  milieui 
The  following  factors  have  led  to  the  success  of  the  teaching  and  learning 
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process  at  Steinmetz: 

• An  "all-means-all"  commitment  from  the  principal,  Dr.  Constantine  Kiamos; 
assistant  principal,  Dr.  Arthur  Tarvardinan  and  Steinmetz  siaff. 

• A collaborative  team  approach  with  input  from  parents,  staff  and  central  office 


"Birthday  boy"  Curtis  Mitchell  (lefQ,  a student 
at  Steinmetz  High  School,  gets  a squeeze  from 
a pal. 


support  staff. 

• An  absence  of  "road  blocking"  behav- 
iors and  attitudes:  the  entire  team  focus- 
es on  opportunities  rather  than  limita- 
tions. 

• A proactive  parent  advocacy  group 
focusing  on  the  needs  of  children. 

Because  Steinmetz  Academic  Center 
values  flexibility  and  has  never  believed 
in  maintaining  the  status  quo  for  its  own 
sake,  the  school  can  adequately  address 
the  needs  of  its  students  as  they  present 
themselves  in  the  proverbial  "teachable 
moment." 

Nominated  by  Charlene  Green, 
associate  superintendent  for 
special  education  and  Greg  Stricklerpoe, 
senior  adviser  for  inclusive  schools 


placed  in  a regular  classroom,  the 
school  distiict  should  integrate  tlie 
child  into  regular  school  activities 
whenever  po.ssible. 

In  this  case,  evidence  showed  that 
Daniel  was  unable  to  master  any  part  of 
the  curriculum,  and  that  his  need  for 
constant  attention  disrupted  the  class. 
The  court  lUtimately  permitted  Daniel 
to  be  placed  in  a self-contained  special 
education  class.  The  Daniel  R.  test  sets 
a precedent  that  must  be  followed  only 
in  Texas,  liOuisiana  and  Mississippi, 
however,  it  has  influenced  cases  in 
other  jurisdictions. 

One  such  case  was  brought  by  the 
parents  of  Christy  Greer,  a IQ-year-old 
with  Down  syndrome.  Applying  the 
Daniel  R.  test,  the  Eleventh  Circuit 
Court  decided  that  Christy's  school  dis- 
trict in  Georgia  had  not  made  a sincere 
effort  to  accommodate  her  in  a regular 
classroom.  The  court  ruled  that  the  dis- 
trict must  consider  all  supplemental^ 
aids,  services  and  curriculum 
imxlifications  that  could  facilitate 
CTuisty's  inclusion.  Christy's  school  dis- 
trict was  ordered  to  place  her  in  a regu- 


lar classroom.  The  Greer  case  sets  a 
precedent  that  must  be  followed  in 
Alabama,  Georgia  and  Florida. 

Inclusion  for  all? 

More  recent  cases  have  encouraged  the 
inclusion  of  children  with  disabilities 
even  if  they  cannot  master  any  grade- 
s^propriate  curriculum.  For  many  peo- 
ple, this  differentiates  “mainstreaming” 
from  “inclusion.”  The  parents  of  Rafael 
Oberti,  an  eight-year-old  child  with 
Down  syiidi'ome,  wanted  their  son  fully 
included  in  a regular  classroom  in  New 
Jersey.  Due  to  the  severity  of  RafaeTs 
disability  and  lus  history  of  disruptive 
behavior,  the  school  district  proposed 
placement  in  a selfcontained  class- 
room. In  a lengthy  trial,  educational 
experts  discussed  a variety  of  accom- 
modations including  a resource  room, 
curriculiun  modification  and  ‘parallel 
insUxiction,”  which  would  permit  Rafael 
to  work  on  an  atlivity  beneficial  to  him 
while  the  rest  of  the  class  worked  on  a 
different  activity. 

F'ollowing  the  Daniel  R.  test,  the 
court  ordered  Rafaefs  inclusion  without 

cnutifiurd  on  fxtf/r 
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consideiing  tlic  cost  of  accommoda- 
tions, because  neitJKT  side  raised  the 
issue.  Tlie  Oboil  case  is  important  not 
only  because  it  provides  a precedent  in 
New  Jersey,  Pennsylvania  and 
Delawai'e,  but  also  because  the  U.S. 
Department  of  Education  based  its 
position  paper  on  inclusion  on  this 
case. 

In  a similai*  case,  the  paients  of  Rachel 
Holland,  a nine-yc^ar-old  girl  witli  a devel- 
opmental disability  and  a tested  IQ  of  44, 
wanted  her  included  in  a regular  class- 
room in  California,  Tlie  Nintli  C^irc-uit 
C\)iut,  applv  mg  tlie  Daniel  R.  test., 
detennined  that  Radiel  should  attend  a 
i^gular  classroom  witli  additional  ser- 
vices. Unlike  Obcrti,  the  court  consid- 
ering Holland  was  asked  to  consider 
the  cost  of  including  Rachel,  and  found 
that  the  Saci'amento  school  district  had 
exaggerated  these  costs. 

Rachel’s  school  dlsti1c*t  also  asked 
the  court  to  consider  the  extent  to 
which  tire  ciuilculum  would  have  to  be 
mcxlified  for  Rachel.  However,  the  court 
found  that  the  need  for  cuniculum 
modification  is  implied  by  the  IDEA. 
The'  Holland  dec  ision  sets  a prec  edent 
that  must  be  followed  by  lower  courts 
in  Alaska,  Arizona,  C'alilbmia,  Hawaii, 
Iclalro,  Nevada,  Oregon,  Utalr, 
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Wasliington  and  the  U.S.  territories  of 
Guam  and  the  Northern  Mariana 
Islands. 

Variation  in  inclusion  criteria 

As  discussed  above,  four  federal  circuit 
courts — tire  Third,  Fifth,  Ninth  and 
Eleventh  Circuits — have  established 
inclusion  criteria  based  on  the  Daniel  R. 
test  Most  schcx)l  districts  in  the  21 
states  and  territories  within  these  four* 
circuit  court  jurisdictions  use  the  Daniel 
R.  test  as  f^plied  in  ObeHi  and  Holland. 

The  Sixth  Cii'cuit  Court  uses  a differ- 
ent standard  based  on  an  earlier  case  in 
which  a schcx)l  district  in  Ohio  recom- 
mended tliat  Neill  Roncker,  a nine-year- 
old  with  severe  mental  retardation,  be 
placed  in  a special  county  schcxjl.  Flis 
parents,  however,  wanted  Neill  educat- 
ed in  a self-contained  class  in  a regular- 
school  where  he  could  have  opportuni- 
ties— during  lunch  ai>d  recess — for 
interaction  with  peers  who  did  not  have 
disabilities.  Tire  schoo'  district  contend- 
ed tlrat  any  small  benefits  Neill  would 
receive  from  this  “mainstreaming,” 
would  be  outweiglred  by  the  academic 
benefits  of  the  special  school 

Tire  court’s  decision  stated  tlrat  if 
placenrerrt  in  a segregated  facility  is 
coasidered  superior  for  a particular 


child,  the  schcx)l  district  must  deter- 
nrirre  whether  those  services  tlrat  nrake 
that  placement  superior  could  be  pro- 
\1ded  in  a regular  school.  If  so,  the  regu- 
lar school  is  the  J^:)propriate  placement, 
Iir  such  cases,  schcxrl  districts  must 
consider  the  following  factors:  the 
benefits  derived  from  services  that  can- 
not be  provided  in  a regular  setting,  the 
disniption  caused  by  inclusion  of  the 
child  and  cost.  The  Fourth  and  Eighth 
Circuit  Courts  also  have  £^))lied  the 
Roncker  test. 

Conclusions 

Inclusion  is  merging  the  two  previously 
separate  educational  systems  men- 
tioned by  tire  U.S,  Supreme  Court  in  the 
Rowley  case  into  one  comprehensive 
systenr  for  nrost  children.  Determiiring 
the  appropriate  placement  for  a particu- 
lar child  always  involves  an  analysis  of 
his  or  her  unique  abilities,  disabilities 
and  special  needs.  Potential  benefits  to 
tire  clrild  are  balanced  against  tire 
potential  burden  to  tire  school  district. 
Tire  outcome  depends  on  the  specific 
facts  of  each  case,  and  often  depends 
on  the  cliild’s  age  and  disability.  Courts 
have  ordered  the  iirclusion  of  yoiurg 
children  witlr  Dowir  syndrome  and 
other  developmental  (Usabilities,  while 


Syracuse  City  School  District^ 

Syracuse^  New  York 

The  Syracuse  City  School  District  believes  that  team-teaching 
is  the  best  way  to  offer  appropriate  supports  to  students  in 
inclusive  classrooms.  Each  inclusive  classroom  is  staffed  with 
a regular  education  teacher,  a spe- 
cial education  teacher  and  a spe- 
cial education  teaching  assistant. 

Each  class  includes  six  to  eight  stu- 
dents with  special  needs,  with 
approximately  25  "typical"  stu- 
dents. No  entrance  criteria  or  dis- 
ability category  excludes  students 
from  inclusive  classrooms. 

Currently,  50  elementary  class- 
rooms in  13  different  schools  are 
full-day  inclusive  settings.  Two 
middle  schools  have  inclusion 
teams — comprised  of  about  1 1 0 
lV()ical  students  and  eight  to  1 2 
students  with  spec  ial  needs — at  the 
seventh-  and  eighth-grade  levels. 

One  high  school  in  Syracuse  has 
offered  an  inclusive  program 
tor  thrc*(*  yc*ars  In  approximately  85 


students  who  would  liave  been 
assigned  to  self-contained  classrooms. 

I was  visiting  this  high  school  one 
day  when  a student  with  special 
needs,  who  had  been  in  the  inclusive 

program  for  four 
weeks,  stopped  me  and  said, 

"Now  that  I'm  not  in  special  edu- 
cation anymore,  do  I still  have  to 
ride  the  yellow  school  bus  to 
school?"  In  Syracuse  high 
schools,  students  with  special 
needs,  who  can't  handle  public 
transportation,  ride  traditional 
yellow  school  buses.  Within  the 
last  four  weeks,  this  student's  self- 
esteem had  risen  to  such  a degree 
that  he  no  longer  considered  him- 
self a special  education  student. 
Of  course,  1 immediately  took  his 
name  off  the  yellow  l)us  route 
and  made  sure  he  was  given  a 
bus  pass. 

Nominiitcd  by  Edward  Erw'in, 
director  of  sf)Ci  ial  educ  ation 


For  studentt  at  Salam  Hyde  Elementary  Scho^  part  of  the 
Syraci^  City  School  District*  “sitting  In  the  corner"  means  an 
opportunity  to  learn. 
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.Award ^ ^ 
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older  children  and  those  with  high  man- 
agement needs  are  usually  placed  in 
segregated  settings. 

Some  school  districts  are  now^  exper- 
imenting with  full  inclusion  for  all  chil- 
dren with  disabilities.  Done  properly, 
inclusion  should  cost  a scrhool  district 
as  much  as  self-contained  special  edu- 
cation, but  some  districts  try  to  save 
money  by  including  childi’en  without 
providing  sufficient  supplementary  aids 
and  services.  Some  parents  of  included 
children  are  dissatisfied  with  the  train- 
ing of  regular  classroom  teachers  and 
the  attitudes  of  oiJier  children.  Parents 
of  more  than  300  children  with  learning 
disabilities  in  Mainland  brought  suit  to 
prevent  the  inclusion  of  their  children. 
The  court  dismissed  tlie  case  because 
the  parents  had  not  yet  exhausted  their 
administrative  remedies.  But  in  the 
future,  more  parents  may  properly  file 
“reverse-inclusion”  cases,  in  which  tliey 
ask  to  have  their  children  placed  in 
more  segregated  settings  while  their 


school  districts  propose  full  inclusion. 
These  parents  will  argue  that  although 
inclusion  is  the  “least  restrictive  envi- 
ronment," it  does  not  meet  the  IDEIAs 
requirement  of  an  “appropriate”  educa- 
tion for  their  children. 

Inclusion  is  an  emotionally  charged 
Issue  for  [parents.  It  touches  on  the 
severity  ol  the  child's  disabUity,  as  well 
as  the  child’s  future  assimilation  into 
the  community.  One  mother  told  me, 
“my  son  used  to  be  disabled;  now,  he  is 
included.”  This  statement  is  either  a 
tragic  misconception  of  the  nature  of 
disability  or  a profoimd  statement  of 
the  potential  of  inclusion.  EP 

Barbara  J.  Eboistein  is  a partner 
in  the  law  offices  of  Ebenstein  & 
Ebenstein  in  New  York  City.  She 
lives  with  her  husband^  Dr.  John  E. 
Handels  many  and  their  three 
danghterSy  Sanihy  14,  Leanney  12, 
ay}d  RisOy  9,  v:ho  has  a neuivlogirat 
impairment. 


Jurlsdicdofis  of 
Federal  Circui! 
Courts 

1st  Circuit:  Maine,  Massachusetts,  New 
Hampshire,  Rhode  Island,  Puerto  Rico 

2nd  Circuit:  Connecticut,  New  York, 
Vermont 

3rd  Circuit:  Delaware,  New  Jersey, 
Pennsylvania,  Virgin  Islands 

4tii  Circuit:  Maryland,  North  Carolina, 
South  Carolina,  Virginia,  West  Vuginia 

5Hi  Circuit:  Louisiaira,  Mississappi,  Ibxas 

6di  Circuit:  Kentucky,  ivlichigan,  Ohio, 
Tennessee 

7th  Circuit:  IliinoLs,  Indiana,  Wisccwrsin 

8th  Circuit:  Arkansas,  Iowa,  Minnesota, 
Missouri,  Nebraska,  North  Dakota,  South 
Dakota 

9th  Circuit:  Alaska,  Arizona,  California, 
Hawaii,  Idaho,  Montana,  Nevada,  Oregon, 
Washingtcm,  Guam,  Northern  Mariana 
Islands 

10th  Circuit:  Colorado,  Kansas,  New 
Mexico,  Oklahoma,  Utah,  )^oming 

11th  Circuit:  Alabama,  Florida,  Georgia 


Transfer  In  an?i  Out  of  the 
Bathtub  Safely  and  Easily 


' Water  Operated  * 

No  Electric  y 
' Fits  any  Bciuitub 

• Simple  Connection 
' Lifts  up  to  300  lbs. 

• Stable  Transfer  Surface 
' Portable 
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Making  a Good  Law  Better 

IDEA  proposal  stresses  greater  parental  involvement 


his  past  summer,  the  Clinton 
administration  introduced  to 
Congress  a proposal  for  reau- 
thorization of  the  Individuals 
with  Disabilities  Education 
Act  (IDEIA).  This  marks  the 
first  substantial  revision  to  the  law 
since  1975,  when  Congress  enacted 
Public  ^^w  94-142,  the  basis  of  IDEIA. 

The  proposal  was  the  result  of  a 
year  and  a half  of  careful  study,  thor- 
ough reexamination  and  intense  analy- 
sis by  my  staff  at  the  U.S.  Department 
of  Education’s  Office  of  Special 
Education  and  Rehabilitative  Services 
(OSERS).  During  this  process,  we  con- 
sulted with  some  3,000  educators  and 
parents  of  students  with  disabilities. 

The  proposal  demonstrates  our 
commitment  to  ensuring  that  equality 
of  educational  opportunity  is  more 
than  a rhetorical  slogan.  We  want  it  to 
become  a daily  reality  for  every  stu- 
dent in  America — those  with  disabili- 
ties and  those  without.  As  Secretary  of 
Education  Richard  Riley  says, 

“America  cannot  afford  to  waste 
the  talents,  knowledge  or  skills  of 
a single  individual.” 

The  IDEA  proposal  is  a key 
part  of  President  Clinton’s  pack- 
age of  national  disability  poli- 
cies, based  on  “inclusion,  not 
exclusion;  independence,  not 
dependence;  and  on  empower- 
ment, not  paternalism.” 

Closing  the  gap 

IDEA  has  proven  to  be  an  ex- 
tremely effective  law.  A recent 
Louis  Harris  survey  report  states 
that  “...largely  due  to  the  IDEA, 
the  gap  in  education  [between  stu- 
dents with  disabilities  and  those  with- 
out) is  beginning  to  close.” 

Are  we  satisfied?  No! 

Too  many  students  with  disabilities 
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and  student  inclusion 

by  Judith  E.  Heumaim 

are  still  failing  courses  and  dropping 
out  of  school.  Their  enrollment  in 
post-secondary  education  is  low,  and 
too  many  are  leaving  school  not  holly 
prepared  for  employment  and  inde- 
pendent living. 

I believe  we  should  continually  raise 
our  expectations  for  special  education. 
We  can  and  should  a<yust  the  IDEA  to 
meet  the  changing  needs  of  the  21st 
century. 

Strengthening  the  lEP  process 

The  most  important  parts  of  our  IDEA 


reauthorization  proposal  are  changes 
intended  to  strengthen  the  lEP 
(Individual  Education  Plan)  process 
and  to  encourage  the  early  and  contin- 
uous involvement  of  parents.  Under 
our  proposal,  students  with  disabilities 
are  to  be  taught  the  same  general  cur- 
riculum as  students  without  disabili- 
ties, or  parents  must  be  told  why  not. 
We  want  students  with  disabilities  to 
be  able  to  meet  the  same  challenging 
standards  established  by  states  and 
communities  for  children  without  dis- 
abilities. 


1 QQh 
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lefferson  County  Public  Schools, 
jeiferson  County,  Alabama 

Inclusion  is  a "hot  topic"  in  special  education,  and  rightly 
so.  Most  discussions  about  Inclusion,  however,  focus  on 
the  school — team  teaching,  use  of  para-professionals, 
modifications  in  the  regular  classroom. 

But  isn't  the  least  restrictive  environment  truly  found  only  in  the  real  world — 
the  community?  The  Jefferson  County  School  System  embraces  this  broader  view' 
of  inclusion.  Junior  and  senior  high  school  students  with  moderate  to  severe  dis- 
abilities are  beginning  to  participate  in  community  based  instruction  (CBl),  in 

which  students  leave  the  school  setting, 
become  active  participants  In  their  com- 
munity and  learn  to  perform  real-world 
skills.  Successfully  performing  skills 
accomplishes  many  goals  of  inclusion 
by  improving  academic  achievement, 
self-esteem,  parental  expectations  and 
community  acceptance  of  students  with 
disabilities. 

CBI  not  only  teaches  our  students 
with  disabilities  to  function  in  the  real 
world;  it  also  teaches  the  real  world 
about  people  with  disabilities.  The  com- 
munity comes  to  view  students  with  dis- 
abilities as  prospective  employees,  and 
people  willingly  offer  their  businesses  as 
work  assessment  sites. 

With  an  Inclusionary  view  of  inclusion, 
we  as  educators  will  lx?  more  effective  in 
offering  students  with  disabilities  opportu- 
nities to  enhance  their  quality  of  life. 

Nominated  by  Penny  Ray,  supervisor 
of  exceptional  education 


JeffeiBon  County's  compraheneive  view  of 
inclusion  includes  woik  experience  In  the 
cornnHinity.  In  this  photo,  student  Jimbo  Karr 
works  in  s local  laundry. 
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Six  principles 

Our  proposed  IDEIA  improvements  are 
based  on  six  key  piineiples,  with  strate- 
gies to  implement  each: 

♦ Align  IDEA  with  state  and  local 
education  reform  efforts  so  students 
loith  disabilities  can  also  benefit. 
Connecting  IDEIA  programs  with  educa- 
tional improvements  occurring  in 
schools  around  the  nation  would  help 
ensure  that  all  children  are  included  in 
school  improvement  activities.  “Special 
education”  would  be  seen  as  supports 
and  services  ratlier  than  separate  pro- 
grams and  places. 

♦ Impwve  I'esults  for  students  with  dis- 
abilities through  highet'  expectations 
and.  Qjccess  to  the  general  cinricuhnn, 
in  the  least  restrictive  envhxmment.  A 
child's  lEP  would  focus  on  his  or  her 
participation  in  the  general  curriculum 
and  methods  of  evaluating  his  or  her 
progress  and  educational  program. 

As  before,  memlxjrs  of  the  lEP  team 
would  include  the  child's  pai'ents  and 
special  education  teacher  In  addition, 
our  proposal  would  mandate  the  partici- 
pation of  at  least  one  regiilar  education 
teacher,  if  the  child  is  now  or  Ls  likely  to 
be  in  a regular  classroom.  Parental 
input  would  be  an  importiint  part  of 
developing  Uie  lEP  and  detennining 
measiUBble  annual  objectives. 

Importantly,  IDEA  would  now  require 
that  parents  receive  reports  on  a child’s 
progress  on  a regular  basis — by  snc'h 
means  as  report  cards — at  least  as  often 
as  reports  are  issued  to  the  parents  of 
students  without  disabilities  in  the 
school.  These  reports  will  allow  pmx'nts 
to  judge  the  success  of  t he  child’s  lEP 
and  determine  whether  modifications 
are  needed. 

The  lEP  would  have  a greater  foc'us 
on  what  is  necessary  to  ensure  succ'ess- 
ful  inclusion — the  services  and  supports 
n'^eded  for  the  cliild  to  learn  to  higli 
standards,  in  the  same  cmriculum  used 
for  all  children,  to  the  maxunum  extent 
ix)ssible.  It  would  also  desc'ribe  tlu*  s|k^- 
cial  education,  n'UUixl  services  and  pro- 
gnun  modifications  a child  needs  lo 
meet  annual  lEP  objec'tives,  to  partici- 
pate in  the  general  ciUTic'uliun  mul  to 
take  p<ut  ui  extracurricuUir  iictivitk»s. 

O 


Moreover,  it  would  justify  the  extent. — if 
any — ^to  which  a child  will  not  be  edu- 
catcxl  with  students  witliout  disabilities. 

A critical  new  addition  to  IDEA 
would  be  that  children  with  disabilities, 
with  few  exceptions,  would  participate 
in  state  and  district-wide  assessments. 
Recognizing  that  a small  number  of  stu- 
dents with  significant  cognitive  disabili- 
ties cannot  be  included  in  regular 
assessments,  the  IDEA  would  require 
alternative  assessments  in  order  to  mea- 
sure the  performance  of  these  students. 
Results  for  all  students  with  disabilities, 
such  as  state  assessments,  would  be 
publicty  reported,  thus  ensuring  more 
accountability  for  educational  results. 

Transition  planning  would  begin 
when  a child  turns  14.  This  planning 
would  consider  the  course  of  stirdy  and 
supports  needed  to  move  toward  post- 
secondary  education,  employment  or 
other  meaningftil  activities. 

• Add nss  huiimdual  neats.  Adiild’s 
initial  evaluation  and  three-year  rx^evalu- 
ation  would  be  more  likely  to  include 
infonnatioir  to  help  parents  and  teach- 
ers judge  the  effectiveness  of  various 
tetiching  methods.  Once  it  is  detennined 
that  a child  has  a disability,  the  currently 
required  reevaluation  would  no  longer 
have  to  include  a full  battery  of  tests  to 
determine  whether  the  child  continues 
to  have  a disability,  as  long  as  both  the 
par  ents  and  the  school  agree  these  tests 
are  unnecessary. 

Tire  cruntmt  procedui’e  of  making 
educational  decisioas  based  solely  on  a 
child’s  disability  category  is  contrary  to 
what  research  shows  and  parx'irts 
know — that  each  child  has  unique 
needs,  regardless  of  his  or  her  disability 
caU'gory.  Tb  promote  eligibility  detenui- 
natioas  that  focus  on  educational  needs, 
slates  would  1h'  allowed  to  ase  eligibili- 
ty criteria  tJiat  ivce  less  crategoricai.  Tliis 
means  that  criteria  usc'd  to  (ielc‘irnine 
eligibility  for  special  educatioir  could 
fcxriis  more  on  needs  and  loss  on  diag- 
i\ostic  lalH'ls,  while  ensuiing  that  all  .stu- 
dents who  are  eum'ntly  eligible,  remain 
eligible.  Of  course',  paivnts  would  still 
have  the  right  to  challenge  chgibility 
decisions  made  by  school  districts. 

Changes  in  the  IDEA  fimding  fomuUa 


would  encourage  states  to  do  early 
intervention  aird  prereferral  activities.  It 
would  be  easier  for  a child’s  school  to 
provide  special  education  services  in 
the  regular  classroom  because  the 
excessive  p^^erwork  now  reciuired  to 
track  the  use  of  IDEIA  funds  would  be 
eliminated.  And  the  elimination  of 
“labels”  would  disc  ourage  the  ovei-iden- 
tific*ation  of  children  for  special  educa- 
tion, helping  schools  better  serve  all 
students. 

• Ihvvide  families  and  teachers — those 
closest  to  students — rvitk  the  knmdedge 
and  tmining  to 
effectively  sup- 
port students' 

Imming.  Tbo  Wg  CAN 


:^ND  SHOULD 
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often  today,  par- 
ents get  notices 
thcit  are  too  long 
and  too  full  of 
“legalese.”  To 
help  pai'ents 
lutderstand  the 
issues  included 
in  the  notices,  we 
propose  improve- 
ments to  tire 
notice  require- 
ment to  ensure 
that  parents  get 
better,  more  use- 
ful information. 

Importantly,  par- 
ents would  be  part,  of  the  child’s  place- 
ment team,  a right  not  previously  man- 
dated by  federal  law.  TIuls,  they  would 
have  a right  to  participate  in  Uiis  criti(!a] 
decision  about  their  cliild’s  education  in 
those  states  that  do  not  now  provide  for 
their  participation. 

In  a(*dition,  in  order  to  help  resolve 
dispute's  in  a “irarent-friendly”  manner, 
states  would  be  reituiixxl  lo  offer  parents 
UK'diation  as  an  option  for  rt'solving  any 
complaints  parents  miglit  have  with  their 
child’s  school.  However,  parx'nts  would 
continue  to  have  the  option  to  request  a 
hetuing. 

We  would  promote  slate  and  commu- 
nity partnerships  to  nux't  tJie  (xiucational, 
health,  menliU  heiUth  and  social  service 
needs  of  children  and  their  families. 

Th('  Department  of  Elducation  is  an 
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important  clear- 
inghouse of  information  about 
practices  that  have  proven  effective  for 
families,  schools  and  communities.  To 
help  make  the  best  information  about 
what  works  available,  we  would  make 
a coordinated  effort  to  do  research  on 
key  issues  and  make  information  avail- 
able to  those  who  want  it. 

We  also  know  that  trained  teachers 
and  other  professionals  are  vital  to  stu- 
dent success.  Therefore,  the  federal 
government  would  make  funds  avail- 
able to  states  to  develop  statewide 
plans  for  professional  development. 
This  would  assure  that  those  who 
work  with  children  with  disabilities 
would  be  appropriately  trained.  To 
help  parents  support  tlieir  children's 
learning  and  understanding,  a parent 
training  and  information  center  would 
be  required  in  every  state. 

• Focus  resources  on  teaching  and 
learning.  Because  urmecessary  paper- 


work would  be  eliminated,  teachers 
and  administrators  could  focus  more 
effectively  on  educational  activities. 

Schools  would  have  greater  ability  to 
maintain  safe  and  disciplined  class- 
rooms, A student  who  brings  a firearm 
or  other  dangerous  weapon  to  school 
could  be  moved  to  an  alternative  set- 
ting. Also,  hearing  officers  would  be 
permitted  to  place  in  an  alternative  set- 
ting students  who  are  substantially  like- 
ly to  iryure  themselves  or  others.  These 
alternative  placements  could  last  up  to 
days,  during  which  time  the  lEP 
team  woa^d  consider  appropriate  ser- 
vices and  placement  for  the  student 
• Strengthen  early  inten)ention  set'- 
vices.  Infants  and  toddlers  at  risk  of 
developmental  delay  would  be  more 
likely  to  receive  early  intervention  ser- 
vices because  states  would  have  the 
option  of  providing  service  coordina- 
tion only  to  these  children.  As  a result 
of  the  recommendations  of  a panel  of 


experts,  less  variation  in  the  definition 
of  “developmentally  delayed”  could 
exist  from  state  to  state. 

Every  child  is  different 

I believe  our  society  should  provide  the 
resources  necessary  to  allow  each  indi- 
vidual child — ^those  with  and  without 
disabilities — to  succeed  in  school  and 
to  prepare  for  a productive,  fulfilling 
life.  The  specific  resources  needed,  and 
the  combination  in  which  the 
resources  are  needed,  will  be  different 
for  each  child,  because  each  cluM  is 
different  EP 

Judy  Heumann  is 
Assistant  Secretary  of 
the  Office  of  Special 
Education  and 
Rehabilitative  Services 
(OSERS)  of  the  U.S 
DepaHment  of 
Education. 


DRESSING  TABLE 

for  your  convenience 


• dress,  change  and  bathe  your  child  at  the  right  working  height 

• saves  your  back 

• saves  space,  as  it  folds  against  the  wall  when  not  in  use 

• when  fixed  in  the  bathroom  it  can  be  used  as  a shower  stretcher 

• good  quality  for  a good  price 

• ideal  for  Special  Education  Classrooms  and  other  facilities,  as  this  table 
will  accommodate  larger  children  and  young  adults. 

Call  now  for  details  and  information  on  our  bathroom  safety  equipment: 
Linido  USA  Chattanooga,  TN,  USA  1-800-698-4504 
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LOW  COST 

Measuiiiig9.S'  x6'  x l.TS-.BbcUtawkis 
light  and  compact  for  ready  portability  (1.5 
lbs)  ideal  f(v  inclusioa  situations.  Standard 
four  minutes  of  high  quality  digital  voice. 
Matrix  of  sucteen  one  inch  squares,  soft 
touch,  with  four  levels  for  a total  of  sixty- 
four  messages  four  seconds  each.  Use  levels 
to  organize  vocabulary  into  functional  con- 
texts. One  button  programming  with  tricolor 
LED  for  feedback.  Overlays  held  by  trans- 
parent plastic  on  touchpanel.  Options; 
keyguatd;  shoulderAvrist  strap.  Connector 
for  attachment  of  sv'tch-inputs  adaptor.  In- 
cludes w^  charger.  Ca.'  fOTshipping  sched- 
ule. Price:  $650 

ADAMLAB  - WC  RES  A 
33S00  Van  Bom  Road 
P.O.Box807 
Wayne.  MI  48184-2497 
(313)  467-1415  or  1610 
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1995  Exceptional  Parent  Education  Awards:  Honorable  Mention 
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DoMmoQfiidn^ 


• Itoss  Sdiool,  Anahanv 

CalifomiarC^^  m special 
education  classes  ane  Involved  in 
all  educational  and  afte^school 
activities^  including  a pageantry 
troop,  dramatic  pt^ucdons  and 
an  ongoing  Special  Olympics 
training  program.  Sixth-grkte  stu- 
dents With  disabilities  are  looking 
forward  to  attending  a week-long 
science  camp  this  foil  with  sixth- 
graders  who  do  not  have  disabili- 
ties. Nominated  by  Larry 
Herschler,  special  education 
teacher. 


1,^  0 i3 
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• Danid  Webster  Middle  School^  Wauke^z  Illinois:  Daniel 
Webster  Middle  School  has  an  in-class  m^l  of  service  delivery 
for  students  wito  leanrifogdisabllitles  (LD)  included  in  regular  class- 
rooms. An  aide  helps  each  student  meet  the  demands  of  the  regu- 
lar class,  and  retource  periods  offer  additional  support.  Nominated 
by  Will  Guilianellh  coixdinator  of  special  education  for  learning 
disabilities. 

• Jenks  Public  Sdioob/  Ttiksi/  Oidahoma:  Each  school  in  the  jenks 
district  has  an  inclusion  team  consisting  of  staff  representing  regu- 
lar and  special  education.  "Circle  of  friends"  clubs  and  peer-tutor 


programs  promote  student  understanding  and 
acceptance  of  individual  differences.  Nominated 
byjanef  Ellsworth,  director  of  special  education, 

• L.P«  Brown  Elementary  Olympia^  Washington:  Children  with 
disabilities  participate  fully  in  age-appropriate  classrooms  and 
within  the  school  community.  General  and  special  education 
teachers  provide  learning  experiences  that  build  on  each 
child's  strengths  and  ne^s.  Nominated  by  Stillman  W,  Wood, 
assistant  superintendent  and  Paula  Akerlund,  director  of  spe- 
cial services. 


• Miller  Middle  School, 
Marshalltown,  Iowa:  Miller 
Middle  Schoo)  has  more 
than  40  "cooperative" 
classes  offering  special 
education  services  in  a 
regular  classrooms. 
Complimenting  cooperative 
classes,  Miller  Middle 
School  has  an  education 
center  where  special  educa- 
tion professionals  offer 
homework  assistance. 
Nominated  by  Brad 
Clement,  principal. 

continued  on  page  48 
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The  Magic  Wand  Keyboard 

Computer  Access  that  Fits  in  a Classroom 

The  Magic  Wand  Keyboard  is  a miniature  computer 
keyboard  that  requires  no  strength  or  dexterity.  It  is 
used  in  schools  all  over 
the  United  States  and 
Canada,  from  kinder- 
garten through  college. 

It  gives  full  computer 
access  to  children  of 
any  age:  using  zero- 
force  electronic  keys. 

Children  with  disabilities  ranging  from  MD  to 
neurological  disorders  to  spinal  cord  injuries  can 
use  a computer,  and  mouse,  with  the  slightest 
touch  of  a wand  (hand-held  or  mouthstick). 

Your  child  can  use  the  Magic  Wand  Keyboard  in 
class,  to  do  homework,  write,  play  games.  So  can 
family  and  friends— because  it  works  just  like  any 
other  keyboard.  Simply  and  easily. 

30-day  monay-back  guarantae.  IBM /Apple  Macintosh  compatible. 

In  Touch  Systems 

1 1 Wcslvicw  Road  ♦ Spring  Valley.  NY  10977 

800-332-MAGIC 
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From  the 

American  Foundation  for  the  Blind 
Exceptional  Publications 
for  Parents  and  Special  Educators 


AFB 

• • • • 

• • 

PRESS 


An  Orientation  and  Mobiiity  Primer 
for  Families  and  Young  Children 

Practical  information  for  helping  children  learn  about  their  environment 

Early  Focus 

Early  intervention  techniques  for  blind  and  visually  impaired  children 

Foundations  of  Education  for  Blind 

and  Visually  Handicapped  Children  and  Youth 

The  textbook  in  the  field  of  locating  blind  and  visually  impaired  students 

Itinerant  Teaching 

A lively  and  engaging  guide  for  teachers  who  travel 

Reach  Out  and  Teach 

A parent  handbook  and  teacher’s  manual  lull  of  useful  strategies 

and  the  Journal  Of  Visual  Impairment  & Blindness 
Scholarly  articles  and  a news  service  tci*  educators,  researchers,  and 
families 


For  more  information  on  many  other  books  and  videos,  call  1*800-232-5463 
American  Foundation  for  the  Blind,  11  Penn  Plaza,  Suite  300,  NY.  NY  1000 
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1995  Exceptional  Parent  Education  Awards: 
Honorc;bie  Mention 

ccmtinued  from  page  4 7 


^ in 

Education 

AWARD 


Ste|>l»nRoi|Mrs,8,i 
student  with  Down 
syndrome,  tptndt  his 
recess  at  Oak  Mountain 
Elementary  "hanging 
around”  with  friends. 


• Oak  Mountain  Elementary  School, 
Shelby  County,  Alabama:  As  part  of  an 
inclusive-education  pilot  program,  67 
students  with  disabilities  were  fully 
included  in  regular  classrooms.  The 
program's  success  led  to  Oak  Mountain 
Elementary's  selection  as  a state  model 
demonstration  site  for  inclusive  educa- 
tion. Nominated  by  Kathy  Snyder,  early 
childhood  special  education  program 
specialist 


• Park  School,  Evanston,  Illinois: 

The  curriculum  at  this  center- 
based  school  emphasizes  oft- 
overlooked  areas  such  as  home 
living,  social  interaction,  rriobility 
training  and  money  manage- 
ment; the  school  uses  vocational 
training  to  develop  skills  for 
future  employment,  A job  pro- 
gram places  students  into  com- 
munity job-training  positions. 
Nominated  by  Judy  Alonso, 
president.  Park  School  PTA, 


Students  in  a Park  School  home  liv- 
ing course  learn  about  various  com- 
ponents involved  in  house  manage- 
ment 


• Signal  Hill  Elementary  School, 
Voorhees,  New  Jersey:  Signal  Hill 
Elementary  enabled  Crystal,  an  11 -year- 
old  girl  with  Werdnig-Hoffman  disease 
who  lives  at  Voorhe^  Pediatric  Facility, 
to  progress  academically  aixJ  socially. 
Cr^al,  accompanied  by  a full-time 
nurse,  changed  classes  with  her  peers 
for  music  and  gym  and  received  special 
education  for  other  classes,  including 
reading  arxJ  math.  Nominated  by  Lisa 
Baldwin  Piccolo,  Voorhees  Pediatric 
Facility  social  work  coordinator. 


• Wendell  Elenoentary,  Wendell,  Idaho: 

This  early  childhood  Vocational  pro- 
gram provides  services  to  three-  to  five- 
year-old  children  with  developmental 
delays.  Integration  opportunities  are  pro- 
vided by  bringing  children  witiiout  dis- 
abilities into  the  preschool  setting. 
Nominated  by  Margo  Sears,  parent,  and 
Brenda  Hall,  pre-school  teacher. 


accefifii  hw  graduaDon 
certificate  from  BomadettB 
Gorman,  special  education 
teadiar  at  Signal 
Bamanteiy  SchooL 


Supporting  your  child’s 
educational  needs 


IntelliTools  provides  high-quality 
adaptive  computer  products  to  help 
people  learn,  communicate  and  live 
to  their  fullest  potential. 


IntelliKeys® 

intelliTalk® 

IntelliPics”' 

Overlay  Maker® 

Clickitr 

To  receive  a copy  of  our  catalog, 
please  call  or  write: 


INTEILITOOLS.  INC 

'>‘5  l.cvcrom  C.oun,  Suitf 
Novato,  CA 

or  (ax  4 IS- 582- WO 


The  Baby  Jogger® 

Mobility  and  comfort  combine  for 
both  parent  and  childl  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Sale,  stable,  endorsed  by  pediatricians. 

01990  RSI 


CIrcis  *42 


Circis  463 


ERJCi  ♦ exceptional  parent  / SKPTEMBKH  I9nr) 


785 


The  Council  for 
Exceptional  Children 
1920  Association.Drive 
Reston.VA  22091-1589 
800/845-6232 
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who  want  more 
for  their  children 

Is  there  someone  in  your  life  who  has  special  learning 
needs?  Do  you  wish  you  could  participate  more  in  their 
education — be  more  of  a partner? 

Join  The  Council  for  Exceptional  Children... 

As  an  associate  member  of  CEC,  you  will  belong  to  the 
world’s  largest,  most  active  advocate  for  children  with 
special  learning  needs.  CEC  members  are  parents,  educators, 
and  advocates  working  together  for  children,  youth,  and 
young  adults  with  exceptionalities— people  like  you!  You  will 
gain  the  information  and  support  you  need  to  help  with  your 
child’s  education  and  development. 

Be  a partner  in  your  child's  education  with... 

More  information. . . 

• Journals  and  newsletters  filled  with  practical  tips  and 
cutting-edge  trends  and  research. 

• Member  discounts  on  books  and  products  to  help  you 
raise  your  exceptional  child. 

• Fact  sheets  with  information  on  where  to  go  and 
what  to  do. 

More  support... 

• Automatic  enrollment  in  your  local,  state,  and 
international  organizations. 

• Meet  other  parents  like  you! 

• Access  leading  local  and  national  educators 
and  experts. 

More  help. . . 

• Discover  new  ways  to  help  your  child  at  CEC’s  local 
meetings,  state  conferences,  and  national  conventions. 

• Join  your  choice  of  17  divisions  specializing  in  your  area 
of  interest. 

Advance  your  child’s  future... 

Join  CEC.  Your  voice  is  needed  to  ensure  a brighter  tomorrow 
for  your  child.  Your  CEC  membership  makes  a difference 
to  your  child,  for  you,  and  to  the  wider  effort  on  behalf  of 
special  education. 

786  Call  800/645-6232  to  join  CEC  Today! 


In  Defense  of 
Educational  Choice 


n April  14, 1977,  Jim  and  Connie  Roberts 
learned  tliat  their  youngest  daughter,  18- 
month-old  Katie,  was  profoundly  deaf. 
Connie  remembers  the  date  clearly, 
because  Jim,  an  accountant,  took  the  day 
off  so  he  could  be  there  when  Katie  was 
tested.  Connie  laughs  about  that  detail  now,  “I 
think  the  only  legitimate  reason  for  a CPA  to  take 
time  off  the  d^  before  tax  deadline  is  a funeral — 
preferably  their  own.” 

Like  other  parents  of  a child  with  a newly-diag- 
nosed disability,  Jim  and  Connie  started  looking 
for  answers.  They  were  given  plenty  of  “solu- 
tions,” Connie  recalls,  “each  in  conflict  with  the 


other.  All-or-nothing 
philosophies,  messages 
that  said,  ‘Follow  us,  or 
your  child  is  doomed  to 
failure.’” 


Below:  During  her  senior 
year  at  the  Model 
Secondary  School  for  the 
Deaf  (MSSD),  Katie 
toured  the  U.S.  and 
Europe  with  MSSD’s 
perfomiing  arts  “road 
show  troupe.” 


Above:  Katie  Roberts, 
10,  spent  fourth  grade 
in  a regular  classroom 
with  an  interpreter  at 
the  Oscar  Howe 
Elementary  School  in 
Sioux  Falls,  South 
Dakota. 


In  response,  Jim  and  Connie  decided  to  come 
up  with  theii*  own  goals  for  Katie,  gojils  that  could 
Ih"  used  to  evaluate  potential  educational  methods 
?md  placements.  Tlieir  list  of  objectives  included 
positive  s('lf-('ste('m.  responsibility,  inde|xmdenc*o, 
s(K*ial  skills,  l>ecoming  a life-long  lejimer.  “Not 
exactly  lEP  goiils,”  says  (‘onnie,  but  “life'  goals” 
that  would  n^juiie  a strong  academic  progmm. 

By  the  time  Katie  was  ready  for  kindergarten, 
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her  parents  realized  tltat  no  single  available 
program  could  meet  all  her  academic  and  social 
needs.  Their  solution  was  to  work  out  an  arrange- 
ment that  allowed  five-year-old  Katie  to  spend 
half-days  in  a classroom  at  the  South  Dakota 
School  for  the  Deaf  (SDSD),  and  halMays  in  a 
regular  kindergarten  classroom  with  an  inter- 
preter— “the  first  classroom  interpreter  in  the 
Sioux  Falls  public  schools,”  Connie  adds. 

Katie’s  educational  program  continued  to  change 
with  her  needs.  She  was  fully  mainstreamed  for 
most  of  elementary  and  Junior  high  school;  in  high 
school,  she  returned  to  a “split-day”  program, 
dividing  her  time  between  SDSD  and  the  same 
Catholic  school  her  older  siblings  attended.  To 
have  a more  complete  social  life,  she  spent  school 
w’eeks  living  in  the  dorm  at  the  school  for  tlie  deaf. 
Then,  in  the  middle  of  her  sophomore  year,  Katie 
transferred  to  the  Model  Secondaiy  School  for  the 
Deaf,  on  the  campus  of  Gallaudet  University  in 
Washington,  DC  (where  she  now  attends  college). 
“Allowing  that  move  was  difficult,”  says  Connie, 
“but  we  realized  we  could  not  create  an  environ- 
ment for  her  here  that  could  meet  all  her  social, 
emotional  and  academic  needs.” 

“More  than  we  could  provide  at  home” 

Kimberly  Donovan,  22,  who  has  mild  mental 
retardation  and  developmental  aphasia,  has 
been  a residential  student  at  the  Cardinal 
Cushing  School  and  TVaining  Center,  a program 
of  St.  Coletta’s  of  Massachusetts,  since  1987. 
Before  that,  she  attended  several  public  school 
progi'ams.  Her  father,  Jerry,  says,  “I  know  the 
trend  today  is  to  include  all  kids  in  tlie  regular 
classroom.  That’s  fine  for  some  students — but  not 
Kim.  She  needed  the  kind  of  individual  attention 
she  couldn’t  get  in  a regular  classroom.” 

Cardinal  Cushing  provided  an  excellent 
academic  program,  says  Kimberly’s  mother, 
Jackie,  who  is  paiticularly  proud  (hat  Kim  defied 
“ext^ert”  predictions  and  leiuned  to  read.  But  (he 
residential  program  had  otlier  benefits,  too. 
Througli  pmticipation  in  Girl  Sc*outs,  school  plays, 
s|)ecial-interest  clubs  and  cheerleading,  Kim’s 
sociiU  skills  gn'w  Iremi'iidously.  “When  Kim  fiist 
entiTed  the  sc1kk)1,”  .Jackie  c'xplaiiis.  “she  relaftxl 
oiUy  to  adults.  Over  the  yeais.  she  hcas  learned  to 
conummicale  with  and  relate  to  her  peers.  She’s 
made  friends.  Thase  Tun’  activities  at  school  gave 

runt  nil  ml  an  fiuiir  .’)J 


" Superior  Quality  " 

Community  Living 
Opportunities 


For  more  than  65  years,  Martha  Lloyd  Community  Services  has 
provided  superior  quality  day,  residential  and  vocational  programs 
for  adults  with  mental  retardation.  Located  in  the  scenic  rural  village 
of  Troy,  Pennsylvania,  Martha  Lloyd  has  a unique  relationship  with 
its  neighbors.  Residents  are  valued  members  of  the  community 
and  make  full  use  of  its  resources.  Few  other  programs  can  offer 
such  an  open  and  productive  relationship.  There  are  five  programs 
for  women  (from  supported  living  to  extended  care)  including  one 
specifically  designed  for  mature  women.  A new  community-based 
program  for  semi-independent  men  is  available. 

All  Programs  Offer  These  Advantages 


• Ufe  skills  and  vocational 
training. 

• Employment  opportunities  at 
Martha  Lloyd  and  in  the  Troy 
community. 

• Easy  access  to  nearby 
community  resources  includ- 
ing retail  shops,  restaurants, 
churches,  and  recreation. 

• A caring  professional  staff 
experienced  in  working  with 
developmental  disabilities. 


• Our  interdisciplinary  team 
approach  assures  continuity 
and  consistency  in  individual 
planning. 

• Unique  leisure  and  recreational 
experiences  in  a rural  community 
setting. 

• Excellent  health  care  provided  by 
on-staff  health  professionals  and 
a community  medical  center. 

• Annual  fees  among  the  lowest  in 
the  nation. 


Available 

NOW 

New  Opportunities 
For  Men 

A new  community-based 
program  for  semi-indepen- 
dent men  is  now  available.  It 
offers  training  in  home  care 
and  maintenance,  budgeting, 
household  management, 
plus  exceptional  recreational 
and  vocational  opportunities. 

New  Vocational 
Training  & Jobs 

With  the  completion,  this  fall, 
of  its  new  vocational  training 
and  job  center,  Martha  Lloyd 
will  have  one  of  the  finest 
facilities  and  programs  in  the 
nation.  Participants  will 
extend  their  skills  and  work 
for  wages  and  personal 
satisfaction. 


MARTHA 

LLOYD 

COMMUNITY 

SERVICES 


For  Information  Call 

(717)297-2185 

or  write;  Martha  Lloyd  Community  Senrices 
190  West  Main  St.,  Troy,  PA  16947 
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Our  Toilet  Supports  are 
so  adjustable  t^dlers 
thru  adults  can  use  the 
same  one.  We  have  High 
Back  and  Low  Back 
versions.  Pommels,  urine 
deflectors,  foot  rests  and 
smaller  seats  for  young 
children  are  available. 


Our  NEW  Bath/Shower 
Chairs  are  the  most 
adjustable  ones  made.  We 
have  3 models  - an 
Elevated,  a Standard,  and 
a R(41>In  Shower  chair. 
Each  model  has  6 sizes  to 
maximize  the  time  of  its 
use.  Your  child  and  you 


For  a free  brochure  call  or  write: 

The  Adaptive  Design  Shop 

12847  PL  Pleasant  Drive 
Fairfax,  VA  22033 
703-631-1585 
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A Quality  Life  Experience 

For  Persons  with  Down  Syndrome 
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In  this  picturesque  colonial  village,  located  in  scenic 
central  New  York  State,  life  is  full  of  wholesome 
activities  and  rewarding  opportunities.  Residents  with 
Down  Syndrome  experience  the  joy  and  personal 
satisfaction  of  learning,  working,  and  participating  in 
a vital,  dynamic  community.  Our  year-round,  co-ed 
program  includes  education,  recreation,  and 
employment  opportunities  plus  the  chance  to  live  life 
to  the  fullest.  Call  us  today. 

R.R.  #1,  Box  32-A,  Edmeston,  NY  13335 
Tsisphone  (607)  965-8377 


Kimberly  Donovan,  22,  celebrated 
her  J'jne  1995  graduation  from 
Cardinal  Cushing  School  with  her 
parents,  Jackie  (left)  and  Jerry. 
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her  so  much  more  than  we 
could  have  provided  at  home.” 

Defining  “IRE” 

The  Donovan  and  Roberts  fami- 
lies worry  that  advocates  of  a 
one-size-fits-all  ^proach  to  edu- 
cation will  rob  today’s  parents 
of  the  range  of  placement 
options  their  children  ei\joyed. 

These  concerns  are  echoed 
by  attorney  Lawrence  Siegel, 
author  of  Least  Restrix^live 
Environment:  The  Pairulox  of 
Inclusion  (LRP  Publications,  PO  Box  980,  Horsham,  PA  19044- 
0980;  800/341-7874,  ext  275;  $32,  incl.  shipping).  “The  IDEA 
[Individuals  with  Disabilities  Education  Act]  is  a good  law,  basi- 
cally,” Siegel  says,  “but  it  has  two  problems.  First,  it  calls  for 
placement  in  the  ‘least  restrictive  enviroiunent — or  ‘LRE’ — but  at 
the  same  time,  requires  the  provision  of  an  ‘appropriate  educa- 
tion.’ Courts  have  recognized  that  the  I JRE  requirement  is  some- 
times in  conflict  with  the  ‘appropriate’  requirement 

“Secondly,  the  LRE  requirement  itself  is  very  cqnfijsing.  Many 
people  think  of  LRE  as  a ptace,  when,  in  fact,  LRE  is  Viprocess. 
Courts  have  stated  that  the  regular  classroom  is  the  I JRE  for 
some  children;  but  in  other  cases,  they  have  been  equally  clear 
that  a state  school  can  be  the  IJRE.” 

Siegel  has  represented  parents  who  wanted  their  children 
included,  as  well  as  those  who  wanted  their  children  moved  firom 
regular  classrooms  to  more  segregated  settings.  “I  feel  very 
strongly  that  we  need  to  look  at  individual  children  and  their  indi- 
vidual needs,”  he  says.  “It  is  ironic  that  the  inclusion  movement 
came  about  because  school  systems  were  making  generic  deci- 
sions about  placement — keeping  kids  out  of  regular  classrooms 
based  solely  on  their  disability  category.  Inclusion  advocates 
were  upset  about  that — ^and  rightfully  so.  But  now,  when  some 
say  that  all  children  with  disabilities  should  be  in  regular  class- 
rooms, they  are  doing  the  same  thing  to  others.” 

A focus  on  individual  needs 

In  the  following  pages,  a number  of  parents  share  stories  about 
the  educational  choices  they  have  made  for  their  children. 
Running  through  these  very  diverse  stories  are  several  common 
threads.  One  is  a belief  that  placement  decisions  should  be  based 
on  the  individual  child,  and  his  or  her  unique  needs.  Another  is 
a profound  respect  for  the  choices  of  others — ^although  these 
parents  have  made  very  different  choices,  each  is  careful  to  avoid 
making  pronouncements  about  the  “right  choice”  for  other 
parents  and  children. 

Connie  Roberts  probably  speaks  for  many  when  she  says, 

“ITiere  are  no  perfect  programs,  just  different  optioiis.  We  can’t 
look  at,  any  option  as  right  or  wrong;  instead,  we  need  to  ask  how 
a particular  prognun  can  meet  the  neetls  of  children.  The  program 
tliat  works  best  is  the  one  that  works  liest  for  your  cliild.” 

— Kim  Srhitx* 

Kim  is  assodate  editor  ofExcKimosAL  Pmucxt. 
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At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 


1-800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


Locations:  Arizona,  California, 
Connecticut,  Delaware,  District  of 
Columbia,  Florida,  Georgia,  Maryland, 
Massachusetts,  New  Jersey,  New  York, 
Pennsylvania,  Tennessee,  Texas 


For  Information  and  assistance, 
contact  National  Referral  Services 
1-800-345-1292 
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Where  Do  We  Go  From  Here? 


Seven-year-oid  Sheila  Holroyd  (right)  dressed  as  a 
fortune  teller  for  the  first-grade  Halloween  party  in 
October  1994. 


(Oecemben  daadline  Glctl.l^ 

• Early  itiiervenlion  (Fabm^ 
doadNne  Dec.  1,1995 

« (^aiTH»  (March;  deadlirie  Jan^ 
1996) 

• Vdcatione  (AprH;  deadtirie 
1996) 


Write  to:  Readers  Talk,  Exceptional 
PAam,  209HanrardSt.,  Ste.  303, 
Brooklifie,  MA  02146,  (617)  730- 
6742  (fax). 


hoitly  after  Sheila  was  bom,  we  heard 
about  a conference  on  inclusion.  We 
went;  we  listened;  we  Jumped  on  the 
bandwagon.  It  became  very  important  to 
us  that  our  child  with  Down  syndrome  be 
raised  in  the  same  world  where  the  rest 
of  us  reside. 

We  made  sure  Sheila  spent  her  preschool 

years  around  “typical” 
children.  She  attended 
the  Rainbow  Express 
Learning  Company, 
the  same  nursery 
school  as  her  older 
sister — “Of  course, 
we’ll  take  her,”  director 
Sandi  Hughes  told  me. 
“This  is  one  battle  you 
will  not  have  to  fight.” 
The  school  made 
some  accommoda- 
tions to  make  it  work, 
but  work  it  did. 

By  the  time  Sheila 
turned  four,  we  had 
established  a track 

record  demonstrating 

she  could  be  success- 
ful in  an  inc'lusive  setting  with  proper  supports. 
As  a result,  our  school  district  was  willing  to  try 
half-<Iays  ii’  the  regular  classroom  with  an  aide 
and  consulting  teacher. 

Sheila’s  first  year  of  kindergarten  had  its 
ups  and  downs.  Th('  consulting  teacher 
argued  with  me  constantly;  she  felt  Sheila 
belonged  in  a segregated  setting.  The 
speech  therapist,  who  told  me  she  had  not 
gone  into  speech  pathology  to  work  with 
“kids  like  Shoihi,”  presented  another  problem. 
At  many  of  our  monthly  team  meetings 
she  would  make  comments  about  Sheila’s 
personality  (“She’s  hizy”)  or  cognitive  abil- 
ities (“After  all,  she  is  severely  retanled”). 

I alternated  between  blinding  rage  and  a 
depression  so  deep  I would  cry  for  days. 
By  mid-year,  when  Sheila’s  chtssroom 
teacher  went  on  maternity  leave  and  her 
aide  also  left,  I had  to  ask  if  this  place- 
ment was  the  right  thing. 

But  th('  sc'cond  half  c^f  the  year  was  better. 
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The  new  classroom  teacher  happened  to  have  a 
background  in  special  education,  and  Sheila’s 
new  aide  adored  her.  With  adequate  support  in 
the  classroom,  I was  no  longer  as  worried. 

The  following  year,  not  yet  ready  to  sit  quietly 
for  extended  periods  as  required  in  first  grade, 
Sheila,  now  6,  repeated  kindergarten.  With  a 
new  consulting  teacher,  almost  everything  went 
smoothly — everything  except  speech  therapy. 
And  unfortunately,  speech  therapy  was  becom- 
ing more  and  more  important.  Sheila,  an 
extremely  social  child,  was  still  essentially  non- 
verbal and  becoming  increasingly  frustrated. 

Should  we  stop  “doing  inclusion”  because  of 
staffing  problems,  or  should  we  hold  firm  to 
our  belief  that  we  all  belong  together?  My  hus- 
band, F’onest,  maintained  that  holding  fast  to 
the  ideal  was  important.  I waivered.  If  only  I 
could  convince  myself  that  inclusion  is  always 
the  best  option.  “We  don’t  hesitate  to  create 
special  programs  for  gifted  children,”  I thought. 
“Why  do  we  insist  an  inclusive  setting  is  best 
for  all  children  with  disabilities?” 

We  decided  to  “hang  in  there,”  and  Sheila 
moved  on  to  first  grade.  This  past  year — spent 
in  a first-grade  classroom  of  28  students — was 
especially  tough.  Sheila  started  demonstrating 
inappropriate  behavior,  such  as  hitting  other 
children.  Several  teachers  recommended  hav- 
ing her  tested  for  attention  deficit  hyperactivity 
disorder  (ADHD),  but  I was  reluctant.  Sheila 
really  didn’t  need  another  label. 

Finally,  I discussed  it  with  her  pediatrician. 
After  testing,  Sheila  had  a new  label  and  a pre- 
scription for  medication.  Her  behavior 
improved,  but  she  was  still  easily  distracted. 

We  were  asked  to  consider  having  her  spend 
one  period  a day  in  th('  resource  room. 
Reluctantly  we  agreed,  but  we  can  read  the 
writing  on  the  wall — 45  minutes  this  year;  next 
yeai*,  what?  Two  hours? 

But  this  past  year  also  brought  us  a new 
speech  therapist  and  a small  miracle — Sheila  is 
talking!  It  began  with  one  or  two  new  words  a 
day.  Now,  there  are  so  many  I cannot  keep 
truck  of  them.  Mrs.  Chico,  the  speech  therapist, 
uses  signs  and  the  manual  alphabet  to  cue 
Sheila  s speech.  She  shows  Sheila  how  to  make 
her  mouth  fonu  the  right  shapes  to  make 
sounds.  If  the  rest  of  Sheila’s  program  could  *?et 


its  act  together,  I would  keep  Sheila  in  this 
school  forever— just  to  work  with  Mrs.  Chico. 

We  continue  trying  to  make  inclusion  work. 
As  Sheila  begins  second  grade,  I try  not  to  lose 
sleep  over  circumstances  that  are  out  of  my 
control.  I don’t  know  that  we  could  find  a 
school  district  as  willing  to  try  as  ours;  we  con- 
tinue to  hope  they  will  somehow  get  it  together. 


But  we  continue  to  explore  other  options. 

Where  do  we  go  from  here?  What  is  best  for 
Sheila?  In  the  coming  years,  we  know  we  will 
need  to  remain  flexible  so  we  can  find  the  best 
ways  to  give  Sheila  all  the  skills  she  will  need  to 
have  in  the  grown-up  world. 

— Nancy  E.  Hohvyd 
Duanesburg,  New  York 


ONLY 
COULD 
uOONVINCE 


[MYSELF  THAT 
r INCLUSION 
bs  ALWAYS 
THE  BEST 
OPTION. 


A Lesson  From 
the  “Inclusion  People” 


had  enomious  reservations  about  sending 
my  child  to  school.  For  starters,  I knew  I 
did  not  want  him  attending  a “school  for 
the  severely  disabled.”  It  wasn’t  that  I pre- 
ferred to  have  him  integrated  into  a regular 
classroom,  I just  didn’t  want  him  labeled 
“retarded.” 

Kevin  failed  the  lest  thal  would  have  made  him 
eligible  to  attend  a school  for  the  “orthopedically 
disabled”  and  be  integrateci  into  regular  class- 
rooms. Nobody  labeled  hin^  “retarded,”  but  they 
did  say  he  had  “severe  developmental  delays”  and 
suggested  that  he  attend  a school  in  our  area  that 
serves  cliildren  with  severe  disabilities. 

So,  with  some  hesitation,  I agreed.  I visited  Ihe 
school;  I observed  the  classroom;  and  yes,  I taileci 
my  son’s  bus  to  school — ^but  only  once. 

I discovered  I was  happy.  My  son  was  going  to  a 
school  where  caring  and  educated  people  were 
knocking  themselves  out  on  a daily  basis  to  pro- 
vide Kevin  and  the  other  kids  with  a sound  educa- 
tion and  solid  skills.  Tlte  school  was  aU  vc  with 
laughter  and  brightness  and  progress.  There  was 
nothing  depressing  or  dull  or  uninspiring  about  it.  I 
loved  file  school!  And  more  importantly,  Kevin 
loved  it. 

And  tlien  I met  the  “Inclusion  People.”  Tliey  are 
eveiywhere — 1 realm'  that  nr.  — but  1 met  mine  at 
a k^al  workshop.  They  corrierc'd  me  during  the 
lunch  break  aiui  grilled  me  about  my  son’s  educa- 
tional placement.  When  I told  them  Kevin  attends 
a special  school,  t he  lecture  began — I obviously 


had  no  cine  about  the  current  thinking 
regarding  education,  and  I was  about  to 
have  a lesson.  What  I learned  was 
astoimding: 

• I hadn't  imlized  that  all  thi'ee-year-old 

rhildivii  needed  the  iyirliusion  of  my  so)i 
in  their  pyvgmm  in  oydey  to  becoyne 
futlyfunctioningy  sensitive^  caiivg 
adults.  I thought  I was  responsible  only  to 
yny  son.  I thought  hi^  needs  were  my  first 
priority.  Many  times,  I feel  overwhelmed 
just  providing  for  him;  the  needs  of  the 
entire  three-year-old  population  of  my 
community  are  more  than  I can  handle.  

• I hadn't  ivalized  my  son  axis  unhappy 
beiyig  segyvgatedfywn  the  rest  of  the  pyvschool 
uxnid.  I thought  Kevin’s  smiles  and  coos  meant  he 
was  happy.  I thought  the  kicking  and  giggling  he 
does  oidy  for  his  teacher  meant  he  was  filled  with 
joy  to  l>e  spending  time  with  such  a wonderful  man. 

• / didyi't  kyiow  yny  son  wasn't  meeting  hisfidl 
]X)tential  at  that  school.  I thought  a school  that 
offers  swimming,  field  trips,  sing-aJongs,  sign  lan- 
gui^e,  parades,  computers  and  the  most  u]>to- 
date  augmentative  communication  technology 
sounder  1 fully  prepaied  to  bring  out  the  best  in  my 
child.  I thought  that  teacliing  my  son  to  use  a 
switch — despite  his  extreme  physic'al  and  intellec- 
tual limitations — was  a huge  step  in  helping  him 
reach  his  potential. 

• / didn't  knenv  I was  so  unhappy  having  my  son 
attend  a special  school.  I thought  I was  comforled 

rnntiU  fil'd  on  {xnir  .Vi 


Kevin  Haney,  3,  attends  the 
Lincoln  School  in  Ontario, 
California 
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roiftf /Kit'd  front  ixtip'  6o 

by  the  fact  that  his  teacher  knew  eractly 
how  to  suction  and  position  and  g-tube 
feed  my  kid.  I thought  I eryoyed  the 
montlUy  support  group  meetings  led  by  the 
school’s  principal,  on  her  own  time.  I thought  I 
lowd  it  that  the  staff  was  so  taken  with  my  son — 
that  his  teachers  cuddle  him  and  tell  hkn  jokes 
that  make  him  laugh  at  tlie  standing  table. 

• / didn't  ivali^c  I didn't  have  a dwice.  Nobody 
had  ever  told  me  that  choosing  an  appropriate 
educational  environment  for  my  son  was  not  my 
choice.  I thought  all  parents  carefully  weighed 
their  choices  and  chose  £^propriately  for  their 
children.  I did  not  realize  I was  sabotaging  an 
entire  educational  movement  by  sending  Kevin  to 
a special  school. 

I was  shocked.  The  “Inclusion  People”  were 


denouncing  my  choice — ^and  an  excellent  one  at 
that — sight  unseen.  I don’t  think  it  ever  occurred 
to  them  that  the  population  of  people  with  disabil- 
ities is  incredibly  diverse,  and  that  one  program 
camiot  possibly  meet  the  needs  of  all.  Don't  we 
still  have  ivotn  for  choice? 

Our  family  is  h^py  with  Kevin’s  school;  we  are 
hg^py  with  tlie  way  it  is  serving  his  needs  and  the 
needs  of  other  children  with  very  severe  disabilities. 
I believe  all  children  with  special  needs  deserve  a 
program  that  meets  their  needs — either  hill  inclu- 
sion, a special  school,  or  something  in-between. 
And  most  of  all,  I believe  all  cliildren  deserve  a 
chance  at  the  happiness  Kevin  displays  at  his 
school. 

— Jill  Oiestei-Haney 
Ontano,  Califotnia 


A Varsity  Letter  for  Inclusion 


y son’s  graduation  ceremony  was  a 
milestone  for  the  whole  family.  As 
David  marched  across  the  stage, 
shook  the  principal’s  hand  and  then 
proceeded  to  envelope  him  in  a giant 
hug,  I felt  an  overwhelming  rush  of 
joy — and  a huge  sigh  of  relief.  David’s  educa- 
tional journey  required  tremendous  effort  from 
him  and  everyone  else  involved, 
but  that  effort  reaped  great 
rewards. 

David,  who  has  fragile  X syn- 
drome, began  his  education  in  a 
totally  segregated  setting;  recess 
and  lunch  provided  his  only  exj^o- 
sure  to  “regulai”  lads.  The  profes- 
sionals seemed  convinced  this 
was  the  best  place  to  maximize 
his  learning  potential.  It  wasn’t 
until  David  was  in  fifth  grade  that 
a new  special  education  teacher 
suggested  we  tiy  a more  inclusive 
learning  environment. 

I’ll  admit  I was  frightened! 
What  if  it  didn’t  work  out?  Didn’t 
David  face  enough  challenges 
already?  Would  other  children 


David  proudly  wears  his  ietterman’s 
jacket  everywhere  he  gr  2S  — so,  of 
course,  he  had  to  wear  it  for  his  senior 
picture! 


tease  him  about  his  poor  reading  skills?  And 
what  about  his  hand  flapping  and  hand  biting? 
These  behaviors  often  increased  when  he  was 
in  a stressful  situation;  how  would  the  other 
kids  react? 

David  was  already  the  brunt  of  unkind  com- 
ments and  subtle  abuses  on  the  bus  and  play- 
groimd.  Veiy  seldom  did  a day  go  by  that  another 
child  did  not  greet  him  with,  “Hey  retard!”  I 
wanted  to  protect  liirn,  to  keep  him  safe.  But  I 
knew  my  husband  and  I would  not  always  be 
there  for  David.  If  he  was  going  to  live  indepen- 
dently after  we  were  gone,  he  had  to  gain  some 
of  those  important  skills  now.  I ^ ..allowed  my 
fears  and  agreed  to  try  inclusion. 

Initially,  Dave  was  in  the  regular  classroom 
only  for  a few  periods  each  day,  for  subjects 
like  art  and  gym.  The  following  year,  in  sixth 
grade,  he  became  a more  active  member  of  the 
class.  He  still  ventured  back  to  the  resource 
room  for  reading  and  math,  but  the  rest  of  his 
day  was  spent  in  the  regular  classroom. 

It  wasn’t  all  smooth  sailing.  There  were  some 
initial  problems,  but  slowly  David  began  to  change. 
His  sell‘-esteom  increased.  His  behavior  was  not  a 
problem.  In  fact,  it  was  better  in  the  regular  class- 
r(K)m  thim  in  the  self-contained  setting. 

And  contrary  to  what  many  had  predicted, 
David  was  learning.  After  years  on  the  same  level, 
his  reading  skills  began  increasing.  He  did  well  in 
social  studies  and  science,  showing  great  strength 
in  general  knowledge  cind  awmeness  of  ciurrent 
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events,  and  often  surprising  teachers  with  his 
understanding  of  certain  issues. 

David’s  inclusion  was  not  limited  to  the  class- 
room. In  seventh  grade,  he  tried  out  for  the 
school  play  and  was  given  the  part  of  a mummy 
in  “Frankenstein  Slept  Here.”  On  the  night  of  the 
performance,  my  “shy,  withdrawn,  autistic-like” 
son  slunk  across  the  stage  in  a frightening 
mummy-like  manner,  remembered  his  four  lines 
and  showed  us  all  what  he  could  do  when  given 
the  chance. 

As  a high  school  junior  and  senior,  David  was 
a member  of  the  school’s  concert  choir.  He  also 
served  as  football  manager,  receiving  his  varsity 
letter  with  the  rest  of  the  guys.  He  proudly 
wears  his  letterman’s  Jacket  everywhere  he 
goes,  even  in  the  heat  of  summer.  Participating 
in  these  activities  increased  his  self-confidence, 
which  carried  over  into  other  areas  of  his  life. 

As  Susan  Me  Vicar,  David’s  former  special  edu- 
cation teacher,  says,  “Every  time  David  took  a 
risk  at  school — whether  it  be  talking  with  peers, 
presenting  a report,  handling  the  stress  of  the 
crowded  hallways  or  participating  in  a school 
play — he  w^  gaming  life  skills  he  could  not 


have  gotten  had  he  remained  in  a self-contained 
setting.” 

I know  there  is  no  single  “right  way”  for  all 
children;  each  child  is  unique.  But  my  experi- 
ence prompts  me  to  encourage  other  parents  to 
consider  the  benefits  of  some  degree  of  inclu- 
sion for  their  own  child.  I don’t  believe  we  can 
expect  individuals  with  developmental  disabili- 
ties to  suddenly,  upon  completion  of  their 
schooling,  be  able  to  function  in  a society  they 
have  been  separated  from  for  years.  If  we  tnily 
believe  each  person  is  of  value  and  has  the  right 
to  “belong”  in  the  community,  how  can  we  sup- 
port education  that  segregates? 

We’ll  never  know  where  David  would  be 
today  had  he  remained  in  a self-contained  class- 
room. But  I believe  the  David  who  hugs  me 
good-bye  as  he  heads  off  to  work  each  morning 
is  a happier,  more  independent,  more  self- 
confident  young  man  than  he  would  otherwise 
be,  and  a strong  testimony  to  the  positive 
benefits  of  an  inclusive  education. 

— Jeannie  Lancaster 
Loveland,  Colorado 
Mart*  Rkadkhs  Talk  on  paxjt’  58 


If  we  truly 

BEUEVE  EACH 
PERSON  HAS 
THE  RIGHT 
TO  “belong” 
IN  THE 
COMMUNITY, 
HOW  CAN 
WE  SUPPORT 
EDUCATION 
! THAT 

SEGREGATES? 


THE  RIGHT  DECISION 

New  England  Villages  is  a private,  non-profit  resi- 
dential community  nationally  recognized  for  its 
commitment  to  personal  care  and  a supportive 
family-like  environment.  We  provide  a full-range 
of  opportunities  for  your  family  member  in  a non- 
pressured  lifestyle. 

The  Village  offers  residents  single  or  double 
rooms  in  very  attractive  modern  homes  or  apartments 
set  on  a beautiful  75-acre  wooded  site  some  25  miles 
south  of  Boston,  Our  vocational  center  provides  for 
the  satisfaction  and  dignity  of  productive  employment 
in  a supervised  work  set- 
ting. A wide  range  of 
recreational  opportunities 
and  professional  sup^rt  services 
are  available. 

A private  endowment  and 
minimal  dependency  on  govern- 
ment reimbursement  assures 
stability  now  and  for  the  future. 

Call  or  write  Bryan  Efron,  Ph.D.. 

E:<ecutive  Director  for  information 
and  0 descriptive  brochure,  A visit 
to  New  England  Villages  may  help 
you  make  ^he  right  decision. 

new  england  villages  me 

A Model,  Supportive  Community 
For  Mentatiy  Retarded  Adults 

664EP  School  Street,  Pembroke,  MA  02359  (617)  293-5461 
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Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  tc  Your  Door 


To  order,  call  toll-free 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog*  including  GoodNites, 
Depend,  Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield, 
Dri  Pride,  Promise  and  No^Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  11558 
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Amy's  Experiment 
with  Inclusion 


ow  can  you  siuid  your  child  to  a center- 
based  school?  She’ll  never  learn  how  to 
behave  unless  slie  is  aroiuid  normal 
children!”  IVe  heard  tins  kind  of 
accusatory  statement  from  perfect 
strajigers.  I have  no  interest  in  tirguing 
about  educational  philosophy;  I just  want  Uie 
best  possible  ectucation  for  my  daughter. 

Amy,  8,  was  bom  with  multiple  disabilities  due 
to  congenital  cytomegalovinus  (CMV).  She  has  a 
profound  hearing  loss,  profound  mental  rettirda- 
tion,  a visual  impairment  and  mild  cerebral  palsy. 
She  does  not  vcx'alize  and  has  no  language.  She 
wetirs  ankle-foot  orthotics  (APOs),  and  began 
walking  at  four  years  of  age. 


Amy’s  ‘’education”  began  in  a home-l)ased  pro- 
griun  when  she  was  six  montiis  old.  TY^achers 
Ccune  to  our  home  to  provide  speech,  physical 
iu)d  (X'cupational  therapies  for  a total  of  six 
hours  a week.  At  two,  Amy  boarded  a sch(K>I  bus 
for  the  first  time,  entering  a specialized 
prc'school  program  at  a l(x*al  school.  Tliree  years 
later,  she  began  kindergarten  at  a center-based 
school. 

During  those  years,  she  made  imiazing 
progress.  The  little  girl  who  would  throw  herself 
down  on  the  flcx)r  in  the  grocery  store  was  now 
abk'  to  walk  nicely  with  Mom.  She  learned  that 
pulling  out  her  hearing  aid  mul  putiing  it  in  her 
mouth  would  n'sult  in  a time-out.  And  most 
important  ly,  shc‘  was  becoming  potty-trained.  She 
worc‘  regular  pantk\s  all  day  without  an  ac'cident. 
She  was  beginning  to  fonn  some  signs  mid  was 
learning  to  c'at  with  a spoon. 

Amy  made  so  much  progrc'ss,  in  fact,  that  her 
teachers  began  urging  me  to  transfer  her  to  a 


seIf-<*onlained  classroom  in  a regular  sciiool.  I 
visited  the  program  they  recommended  and  was 
cpiite  impressed.  Lessons  were  individualized, 
and  children  were  aide  to  spend  some  of  their 
time  in  regular  kindergarten  or  first-grade  classes. 
With  some  hesitation  I agrec'd  to  let  Amy  try  tliis 
new  school.  The  deciding  factor  was  that  she 
could  (‘ontinue  to  receive  speech  and  hearing 
services  from  the  same  wonderful  teacher  she’d 
had  in  the  center-based  program. 

The  day  before  the  1994-95  school  year  was  to 
start,  I learned  tiiat  this  teaclier  had  been  tnuis- 
ferred.  To  make  matters  worse,  Uie  experienced 
teacher  I had  observed  during  my  visits  the  pre- 
vious spring  would  not  be  teaching  Amy’s  class; 
instead,  her  teacher  was  to  be  a recent  college 
graduate  with  little  experience. 

I kept  Amy  home  from  school  imtil  I could 
meet  with  teachers  and  administrators  from  botli 
sc'hools.  They  all  argued  that  Amy  was  “loo 
smart”  for  the  center  school,  that  they  would  not 
be  able  to  give  her  the  stimulation  she  reiiuired, 
and  Uiat  she  would  benefit  from  having  “higher- 
fimctioniug”  and  “regular”  kids  as  role  models.  I 
was  finally  persuaded;  so  began  Amy’s  experi- 
ment wiUi  inclusion. 

Amy  immediately  regressed  in  all  iireas.  We 
began  to  realize  that  the  physical  differences  in 
tlie  new  classnx)m  were  having  a profound 
impact  on  her  leaiTung  and  indei^endence.  Tiie 
bathroom  was  not  situated  so  a child  couki  be 
watched  from  the  classroom,  and  no  large  potty 
chair  was  aviiilable;  as  a result,  Amy  did  not  use 
the  toilet  all  year.  Strapped  into  a postiUTe  chair, 
she  spent  hoius  staring  at  the  bright  florescent 
lights  instead  of  watching  the  teacher.  Her  ability 
and  willingness  to  use  language — signing  or  pic- 
tures— disappeared.  Her  focusing  skills  deterio- 
rated. And  I noticed  a growing  frustration  when 
it  (*aine  to  accepting  direction.  Amy,  with  a 14- 
year-old  brother  and  1 1-ycar-oId  sister,  was  tired 
of  being  lx)ss^d  around — both  at  home  by  her 
siblings  and  at,  school  by  her  classmates! 

We  visited  the  center  school  again  this  spring. 
Many  of  the  “higlicr-functioning”  children  have 
bi'en  moved  to  regular  schools.  None  of  the  cur- 
rent students  wero  jis  independently  mobile  as 
Amy,  but  some  were  at  the  same  intellectiuU 
level.  We  think  Amy  would  like  to  be  a “big  fish 
in  a small  |>ond”  for  a change — able  to  take  the 
lead  in  group  activities,  able  to  push  a friend’s 
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wheelchair,  able  to  be  with  children  more  like 
herself.  Though  we  met  with  some  resistance 
from  school  officials,  we’ve  decided  that  Amy 
will  return  to  the  center-based  school  in  the  fall. 

Although  Amy’s  experiment  with  inclusion  was 
a failure,  we  strongly  believe  parents  should  have 
a choice  of  programs.  Inclusion  is  truly  beneficial 


for  some  children,  and  it  is  important  to  have  the 
resoimces  to  allow  a child  to  join  a regular  class 
when  appropriate.  But  it  is  equally  important  for 
children  like  Amy  to  have  other  options  tliat  cart 
better  meet  their  needs. 

— Margaret  Daigle 
FaUs  Chuwh,  Virginia 


;^^MYWOUm 
f^TOBE 
I' A “BIG  FISH 
I tN  A SMALL 

^^>ond”  for 

% CHANGE. 


A Batde  Well  Worth  Fitting 


hree  years  £^o,  when  my  daughter  was 
four  years  old,  I had  never  heard  the 
word  “inclusioa"  But  I did  know  Rachel 
used  others  as  role  models  for  speech 
and  belmvior,  and  it  seemed  only  logical 
i she  would  have  more  and  better  role 
models  in  a regular  class. 

Unfortunately,  the  “experts”  in  our  school  dis- 
trict beUeved  in  segregation.  Rachel  wasted  her 
fust,  year  of  school  in  a special  day  class  for 
“speech-and-language-impaired”  children.  Her 
classmates  had  the  same  langut^e  difficulties  as 
Rachel;  some  had  behavior  problems,  too.  All  six 
were  boys.  Rachel  spent  that  long  year  without 
another  girl  to  play  with;  the  only  dolls  in  her 
classroom  were  the  ones  I donated.  She  didn  t 
learn  the  language  of  play,  because  she  never 
heard  it 

At  our  next  lEP  meeting,  the  team  was  able  to 
agree  on  most  of  Rachel’s  goals  for  the  following 
year.  But  we  reached  an  impasse  when  we  started 
discussing  the  type  of  kindergarten  class  she 
should  attend.  Our  school  district  dared  us  to  file 
for  due  process;  and  we  did.  After  several  months 
of  anguish,  countless  horns  of  discussion  with  oia 
wonderful  advocate  and  terrific  attorney  aitd  more 
than  eight  hours  of  mediation,  we  finally  had  what 
we  wanted— Rachel  would  attend  the  same  school 
as  her  older  brother,  four  blocks  from  our  house. 
She  would  be  fully  included  in  a regular  kinder- 
garten class,  with  therapists  coming  into  the  class- 
room to  work  with  her. 

I wish  I could  say  we  all  Uve<l  happily  ever  after, 
but  that  was  not  the  case.  We  neglected  to  add  one 
important  item  to  our  meriiation  agreement;  we 
did  not  insist  that  the  kindergiulen  teac-her  leant 
the  challenge  of  a child  with  disabilities. 


Unfortunately,  Rachel  ended  up  with  a teacher 
who  didn’t  want  the  extra  work  and  didn’t  want  to 
bf  part,  of  a team.  Because  Rachel  was  labeled 
“special  ed,"  the  classroom  teacher  took  no 
responsibility  for  her  education. 

Socially,  however,  kindergarten  was  the  best 
thing  that  ever  happened  to  Rachel.  She  learned 
what  to  say  during  play,  and  she  had  lots  of  other 
little  girls  to  play  with.  Thirty  friends  attended  her 
birthday  party;  she’d  never  had  ftiends  to  invite  to 
a previous  birthday  celebration. 

Before  the  start  of  first  grade,  I spoke  at  length 
to  the  first-grade  teachers  I wanted  Rachel  to  have. 

explained  tliat  inclusion  meant  more  work  for 
them,  but  that  they  would  also  learn  a great  deal. 
They  had  never  had  a student  like  Rachel  before — 
actually,  she  was  the  first  fully-included  child  in 
the  school — ^but  they  were  happy  to  give  it  a try.  I 
crossed  my  fingers  and  hoped  for  the  best. 

Like  kindergarten,  first  grade  was  a terrific 
social  experience.  The  kids  volunteered  to  be 
Rachel’s  partners  in  group  activities.  They  protect- 
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Rachel  (seated)  celebrated  her  seventh  birthday 
surrounded  by  friends  from  her  first-grade  class. 
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ed  her,  they  included  her,  they  played 
with  her  and  they  liked  her. 

Academically,  the  year  was  at  least  as  good. 
Rachel  was  treated  like  every  other  Idd.  When  the 
other  Idds  took  weekly  spelling  tests  using  pencil 
and  p^>er,  Rachel  used  her  computer.  She  learned 
to  read  better  than  some  of  her  classmates — an 
accomplishment  acknowledged  by  teachers  and 
kids  alike.  Math  was  hanier,  but  her  teachers 
spent  extra  time  helping  her  and  trying  new 
instructional  methods.  The  teachers  did  not  give 
up,  and  as  a result,  Rachel  didn’t  either.  Eiveryone . 


in  that  classroom  knew  how  hard  Rachel  worked. 
They  respected  her  efforts  and  accomplishments 
and  ur^ged  her  to  strive  for  higher  goals.  As  a 
result,  Rachel  learned  to  do  many  things  the 
“experts”  said  were  impossible. 

Dragging  our  school  system  into  the  20th  centu- 
ry has  been  a long,  hard  battle,  but  well  worth  the 
fight.  I am  reminded  of  that  every  time  I look  at 
my  beautiful  daughter’s  smile  as  she  reads  a story 
to  her  little  brother. 

— Margaret  Simons 
Beverly  HiilSy  California 


Never  say  “Never” 


child  will 


y daughter,  Jamaica,  was  bom  totally 
blind  due  to  anophthalmia,  a condition  in 
which  the  eyeballs  fail  to  develop.  From 
the  time  Jamaica  was  an  infant,  I was  a 
believer  in  full  integration.  I was  one  of 
those  parents  who  firmly  states,  “My 
never  go  to  a residential  school.”  But 


now,  I say,  “Never  say  ‘never!*” 


During  a family  vacation,  the  MIlIefsHdockwIse  from 
left)  Jamaica,  Tim,  Lucky,  Dixie  and  DIane—enjoy  a 
fishing  trip  on  the  Gulf  of  Mexico. 


Jamaica  began  her  education  in  an  integrated 
preschool  and  then  attended  che  regular  kinder- 
garten C!lass  in  our  neighborhood  school,  receiving 
twice-a-week  instmetion  from  an  itinerant  vision 
spec'ialLsL  On  the  other  thrt^e  days  of  the  wtH?k,  shv 
had  a personal  aide  in  the  classroom.  Things  went 
smoothly,  and  Jamaica  developed  many  friend- 
ships with  her  classmates.  But  my  husband  and  I 
still  worried.  Sighted  children  are  exposed  to  print 


every  day  as  they  develop  early  literacy  skills.  We 
thought  Jamaica  needed  more  intensive  exposure 
if  she  was  going  to  learn  to  r^ad  and  write  Braille. 

We  moved  to  another  schc»ol  district,  where 
Jamaica  could  receive  daily  resource  instruction 
fiom  a vision  specialist,  and  still  be  in  aregular 
classroom  vrith  her  sighted  peers.  We  also  asked 
that  Jamaica  receive  orientation-and-mobility 
instruction.  The  school  district  was  willing  to  pro- 
vide these  services,  but  unable  to  find  a qualified 
instructor.  Finally,  they  contracted  with  someone 
to  provide  once-a-month  instruction.  Jamaica 
needed  more,  but  we  figured  a little  was  better 
than  none  at  all. 

All  things  considered,  Jamaica’s  educational 
program  was  more  comprehensive  than  those  pro- 
vided to  most  children  with  visual  impairments  in 
the  public  schools.  But  despite  all  the  efforts  on 
her  behalf,  Jamaica  fell  ftirther  behind  each  year. 
She  was  frustrated,  and  her  teachers  were 
fiustrated  At  this  point,  we  began  to  look  at  the 
intensive,  specialized  programs  that  would  be 
available  to  her  in  a residential  school  for  students 
with  visual  impairments. 

In  spite  of  the  fact  that  I had  said  “never,”  I was 
glad  to  have  that  option  when  we  needed  it  But  I 
certainly  struggled  with  the  prospect  of  sending 
Jamaica  away  from  home  for  an  entire  year.  A wise 
counselor  suggested  a trial  placement  for  the  last 
six  weeks  of  tlie  school  year.  Jamaica  did  well,  and 
we  re-enrolled  her  for  the  following  year.  The 
intensive  specialized  instruction  was  good  for  her* 
academically,  but  we  couldn’t  miss  the  rest  of  her 
childliooJ;  we  moved  again,  so  she  could  live  at 
home  while  attending  the  school  as  a day  student 

For  a while,  we  thought  we’d  found  the  best  of 
both  worlds.  But  Jamaica’s  school  was  in  a 
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The  Joy  of  Independence 


The  joy  of  self-expression  shines 
eveiy  da\'  for  students  at  Crotchet! 

Mountain  Rehabilitation  Center.  Just 
50  miles  from  Boston,  surrounded 
by  New  Enj'land  villages  and  towns, 
freedom  anti  intlepentlence  are  cele- 
brated with  every  graduating  class. 
Throughout  our  progressive  60-year 
tradition,  students  have  been  realizing  their 
dreams  and  achieving  success. 

Here,  families  and  their  special  chiltlren  find 
the  highest  standard  of  care,  etlucatittn,  and  treat- 
ment. Warm,  home-like  residences  welct)me 
students  into  a supporting  core,  from  which 


they  explore  an  e.xciting  world  of 
creativity,  expression,  and  acct)mplish- 
ment,  achieved  with  the  help  of 
our  dedicated  educators  and  health- 
care professionals. 

Within  our  state-of-the-art  facilities, 
children  master  skills  of  independent 
living.  Our  students  exercise  in  the 
swimming  and  therapy  pools,  pursue  knowledge 
using  multi-media  computers  to  access  the 
Internet,  and  develop  self-esteem  through 
occupational  and  vocational  training.  Students 
flourish  here  in  the  brilliance  of  success  and 
the  joy  of  independence. 


Spritiii  Time  by  Amy  Nciibaucr 


To  find  out  more  about  the  compassionate  and  caring  services  we  provide  for  special  children 
throughout  the  world,  please  call  Debra  Flanders  in  Admissions  at  603‘547‘33H,  ext.  235. 


Crotched  mountain 
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Did  I Hear  You  Say  Help? 

□ Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□ Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


National  Christian 
Rtsourct  Csntsr  on 
Mtnlai  Rftardatlon 

asarvlbsor; 

Bethesda 

LUTHERAN  HOMES 
ANO  BEAVICSB,  INC. 

700  Hoffman  Dr. 
Watertown,  W)  53094 

A.L.  Napolitano 
Executive  Director 


Call  1-600<369-INFO 


Then  call  our  toll-free  hotline  1-800-389-INFO. 
We  offer: 


• Lists  of  services  in  specified  geographic  areas. 

• Referrals  to  advocacy  and  support  groups. 

• Referrals  to  religious  education  programs. 

• Lists  of  religious  materials. 


' Bethesda  offers  workshops  and  resources  to  help 
you  build  parish  ministries  which  fully  include 
persons  with  disabilities  and  their  families.  For 
more  information  call  1-800-369-INFO. 


Circle  #84 


Start  Here... 


Gelling  the  bii'>ies  right  nitidc  our  first  computer 
prognini  n f.i\  orile  ot  special  ed  ItMchcrs  and 
students  when  it  was  inlriKluced  in  1984. 

More  than  10  years  later,  toadiers  still  applaud 
the  program's  simple  approach  to  pre-reading 
skills  for  students  as  young  as  2 years  old.  Each 
level  builds  upon  the  previous  in  small  steps  so 
the  student  understands  and  masters  each  concept. 

Every  student  can  use  the  pri>gram  because  it  supports 
all  of  your  tavorile  spt'cial  access  de\  ice'>.  Eacli  activity 
can  be  custom-tailored  to  suit  vour  student's  indi\  idual  needs 


Our  prices  moke 
everyone  happy! 

Send  for  a free  catalog 
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NATIONALLY 
RECOGNIZED 
EDUCATION  AND 
TREATMENT 
FACILITY 


Serving  children  and  young  adults  with  autism  and 
other  developmental  disabilities 


And,  most  importantly,  fun. 


End  up  Here. 


Now,  Marblesofl  is  pleased 
to  announce  the  new  \ er- 
sion  ot  the  program  that  has 
enabled  so  manv  children  to 
use  the  computer  k>r  the  first 
time.  The  version  that  takes 
advantage  ol  the  Maunlosh's 
potverful  gr.iphics  and  speech 
teehnolog)  to  make  the  pro- 
gram even  easier  tor  both 
leaclior  and  student  to  use. 


I verything  s the  same 
Only  better 


EARLY  LEARNING  I 

for  the  Macintosh 

Q 1.(11  (ii:-7=<=5-l402 
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MARBIESOFT 

12301  Central  Ave  Nr 
Bloine,  MN  55434 


• Residential  & day  services 

• Professional  family  living  arrangements 

• Relaxation,  imagery  and  other  positive  self-control 
techniques 

• ' icademic  and  vocational  services 

• Supported  employment 

• Small,  personal  client  residences 

• Training  and  consultation  services  to  schools 
& programs 

• Highly  trained  and  devoted  staff 

The  Groden  Center,  Inc. 

86  Mount  Hope  Ave. 

Providence,  R1  02906 
(401)274-6310 
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metropolitan  area,  and  010*  home  wiis  in  the  sub-  { 
urbs.  Jamaica  had  many  friends  at  sc-hool,  but  few  ; 
opportunities  for  integration  into  the  local  com-  | 
nmnity.  It  vvjis  still  like  she  had  a separate  life  ftxnn  1 
the  rest  of  the  family.  Not  every  state  has  a residen- 
tial school  for  the  blind,  and  most  schools  are 
located  in  large  cities.  But  we  finally  managed  to 
locate  a residential  school  in  a small  town — and  we 
moved  oui*  family  one  last  time. 

Jamaica,  now  17,  lives  at  home  and  attends  the 
school  for  the  blind  as  a day  student.  Last  year,  she 
also  spent  part  of  eacrh  day  integrated  into  a laiv 
guage  arts  class  in  the  local  higli  school,  where  she 
was  with  sighted  friends  she  knew  from  church, 
gymnastics  and  Girl  Scouts. 

We  believe  Jamaica’s  well-balanced  educational 
program  is  meeting  her  unique  needs  and  preparing 
her  for  life  in  the  real  w'orld.  At  the  school  for  tiie 
blind,  she  gets  daily  instruction  in  orientation  and 
mobility.  She  is  leanring  to  use  new  technology  that 
enables  her  to  conununicate  with  people  who  do 
not  read  Braille.  She  is  learning  cooking  and  per- 
sonal management  skills  to  help  hei*  move  towaixi  a 
life  of  independence.  Most  of  these  opportunities 


would  not  be  available  to  her  in  a public*  sc‘hcx)l 
program. 

On  the  otlier  liand,  her  progress  in  tiie  integrated 
language  arts  class  surprised  everyone.  By  October, 
she  had  already  met  her  goals  for  tlie  entire  year! 
There  is  notlring  equal  to  the  motivation  offered  by 
friends. 

Tbday,  17  year's  later,  1 still  l>elieve  in  full  integra- 
tion-—integration  of  all  the  supports  and  resources 
necessary  to  meet  wh  cliild’s  individual  needs.  I 
become  very  worri^a  when  I hear  talk  of  narrowing 
options  and  making  services  more  generic.  Instead, 
we  need  to  broaden  the  educational  opportunities 
available  to  children  with  disabilities  and  their 
families. 

Has  it  been  easy  piecing  togetlrer  an  appropriate 

educational  program  to  meet  Jamaica’s  dranging 

needs?  No!  At  diffeiont  points  along  the  way,  we 

have  used  eoetij  cme  of  the  educational  placement 

options  available.  Sometimes  it  seethed  that  our* 

i choices  were  very  limited.  But  at  least  we  had 
\ 

1 choices. 

I — Diane  D.  Miller 

\ 

1 Vinton,  Iowa 
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I STILL 
BELIEVE 
IN  FULL 
I^^B3RAnON— 
INTEGRATION 
OF  ALL  THE 
SUPPORTS 
AND 

RESOURCES 
NECESSARY 
? TO  MEET 
BACH  CHILD’S 
INDIVIDUAL 
I^EEDS. 


The 


WeatherBreaker'" 

collapsible  canopy  for  ALL  wheelchairs  and  strollers. 


"Hey  e\om,  I'm  Heady  To  Oo  Outside! 

The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there’s  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 

And,  for  keeping  legs  and  feet  dry,  nothing  beats  The  GunnySack, 
lap,  leg,  and  feet  cover ...  tor  the  one  you  love!  Contact  your 
local  medical  supplies  dealer,  or  call; 

800-795-2392 

rDIESTCO  Mfg.  Co.,  RO.  box 6504.  Chico.  CA  95927 


l- 
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^gape^^Uage 

helps  develop  nappy,  fulfilled  people  by 
promoting  self-worth  and  self-sufficiency. 

Agape  Village,  a residential  community  for  mentally  retarded/ 
intellectually  disabled  adults,  provides  a learning  atmosphere  in  which 
a hi^ly  qualified  professional  staff  offer  Villagers  opportunities  for 
success  in 

■ learning  home  living  skills  and  money  management 
li  vocational  and  loh  training  ■ siKial/cmotional  growth 

« physical  fitness  and  rccrcauun  ■ spiritual  growth  and  church  participation 

Contact:  Glenda  B.  Wallace,  PhD.,  Agape  Village  _ 

.Dll  Agape  Village  Rd.,  Macon,  GA  .11210, 912471-3700 
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“Real  Inclusion” 
Starts  With  Us 


Dt  started  simply  enough  as  the  1991 

school  year  began.  Rather  than  busing 
our  daughter,  Sydney,  who  has  Down 
syndrome,  to  the  “special  day  class,”  we 
just  opted  to  keep  her  in  the  local 
school.  With  that  decision  came  a due 
process  hearing,  in  which  we  prevailed,  and  a 
far  more  complicated  process  known  as  “inclu- 
sion.” It  is  an  ongoing  Journey,  not  unlike  that 
laced  by  tliose  who  fought  for  racial  desegrega- 
tion, 40  yeai-s  ago. 

Inclusion  is  not  easy  or  simple.  It  is  fraught 
with  all  the  many  chaUenges  we  had  been 
warned  about.  At  least  once  a week,  I resolve  to 
throw  in  the  towel  and  as  gracefully  as  possible, 
slink  off  to  tlie  nearest  self-contained  class  with 
Sydney  in  tow. 


Sydney  (right)  enjoyed  her  fourth-grade  field  trip  to  the 
San  Diego  Zoo. 


In  the  past,  following  every  inspiring  confer- 
ence or  seminar,  I would  return  to  our  school 
district  full  of  enthusiasm  and  great  ideas.  It 
<ilways  seemed  that  “real  inclusion”  was  happen- 
ing Just  about  every  place  but  here. 

Hut  1 now  understand  that  the  reality  of  inclu- 
sion c an  be  found  hi  the  proc*ess  that  is  happen- 
ing in  my  daughter’s  class.  Inclusion,  we  have 
letu  iu'd,  is  a state  of  mind.  It  is  not  easy  to 
c'luuige  the  “non-person”  categot*y  into  which  so 
many  individuals  with  intellect  util  challenges  are 
placed.  What  kt»eps  us  going  is  the  absolute 
knowledge  that  our  daughter,  and  others  like 
her,  deseivt'  tlu*  right  to  bt'come  vtUid  and 


valued  members  of  the  community.  Meaningful 
inclusion  must  start  here,  and  with  us. 

Still,  it  is  hard  not  to  get  discouraged  when 
Sydney  plays  alone  at  recess  while  her  class- 
mates giggle  and  laugh  nearby.  It  sometimes 
takes  my  last  bit  of  self  control  to  field  thought- 
less comments — no  matter  how  well  intended— 
and  the  obvious  lack  of  respect  shown  my 
daughter,  unfortunately,  aU  too  often.  It  would  be 
easier  to  escape  from  the  assaults  of  the  world, 
back  into  safer  environments  and  settings.  And 
who  knows,  perhaps  someday  we  will. 

But  at  discouraging  moments,  I try  to  reflect 
on  Sydney’s  many  accomplishments  over  these 
last  three  years.  Now  12  and  going  into  fifth 
grade.  Sydney  reads  at  her  grade  level,  ei^oys 
spelling  and  is  mastering  cursive  writing.  She 
takes  piano  and  dance  lessons,  and  has  partici- 
pated in  her  school’s  annual  production  of  “The 
Nutcracker”— last  year,  as  a candy  flute. 

Our  goals  for  Sydney’s  inclusion  are  far  more 
realistic  now  than  they  were  at  the  beginning. 
Our  family  is  facing  the  real  world  and  trying  to 
put  together  the  many  pieces  that  go  into  prepar- 
ing any  child  for  an  independent  and  fruitful 
adult  life.  Inclusion  doesn’t  mean  insulation,  and 
it  doesn’t  mean  automatic  acceptance  either.  For 
that  reason  alone,  perhaps  inclusion  isn’t  for 
everyone — but  wouldn’t  it  be  nice  if  it  were? 

— Joyce  A.  Taylor 
Lake  Forest^  California 

I What  keeps  us  going  is 

THE  ABSOLUTE  KNOWLEDGE 
;trHAT  OUR  DAUGHTER,  AND 
; OTHERS  UKE  HER,  DESERVE 
THE  RIGHT  TO  BECOME  VALID 
AND  VALUED  MEMBERS  OF  THE 
COMMUNITY.  Meaningful 
INCLUSION  MUST  START  HERE, 

AND  WITH  US. 
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Redefining  “Least 
Restrictive  Environment” 


QUow  me  to  describe  the  “least  restrictive 
environment”  for  my  son,  the  placement 
every  parent  drean^s  of.  It’s  a school 
where  my  child  will  learn  on  grade  level, 
in  a classroom  of  same-age  peers,  with  a 
minimum  of  extra  support  services.  Free 
and  easy  communication  will  flow  between  my 
child,  his  peers  and  his  teachers.  Friendships 
will  develop  naturally — ^no  one  is  receiving 
“extra-credit”  to  be  my  child’s  “buddy.”  He’ll  have 
the  opportunity  to  earn  ? place  on  the  honor  roll 
without  that  damned  asterisk  after  his  name,  to 
indicate  “special  educational  programming.**  Of 
coui'se,  extracurricular  activities  will  be  wide 
open  to  my  child!  Join  the  basketball  team? 

Sure,  no  need  to  include  that  on  the  lEP.  Theater 
Club?  No  problem.  Debate  Team?  Ditto.  Student 
Council?  Get  out  the  felt-tip  markers  and  start 
making  campaign  posters!  Homecoming  court, 
school  dances,  field  trips,  the  prom-— my  child 
will  have  the  opportunity  to  participate  in  any 
activity  he  chooses.  No  advance  request  neces- 
sary, no  hurried  meetings  to  ad2q)t  an  lEP,  no 
more  frantic  phone  calls  to  the  Statewide  Family 
Advocacy  Center  for  advice  and  support.  My 
child  will  have  the  opportuni- 
ty to  join  the  clique  of  his 
choice  and  the  opportunity 
to  go  out  on  a date.  I can’t 
wait  to  experience  the  “nor- 
mal” headaches  that  come 
with  parenting  teenagers. 

“Nice  fantasy,”  you  say. 

“Dream  on!”  you  smirk. 

No,  really!  Every  word  is 
true!  And  every  opportunity 
described  above  has  become 
my  child’s  daily  reality. 

But  would  you  believe  me 
if  I told  you  I refused  this 
very  placement  for  years? 

Tliat’s  tnie,  too.  The  very 
“nonnal”  educational  experi- 
ence I just  described  is  avail- 
able for  my  son  only  at  the 
state  school  for  the  deaf,  a 
residential  school  located 
almost  200  miles  away. 

For  too  many  years,  I put 
all  my  child’s  eggs  in  the 


Jacob  Gillis,  16,  shows  off  his  favorite 
Christmas  gift— a varsity  jacket!  Jacob,  a 
member  of  the  class  of  1 997  at  the 
Wisconsin  School  for  the  Deaf,  has 
competed  for  the  school  in  football, 
basketball  and  track  Jacob  was  the 
foster  son  of  Susan  and  Richard  Perrault 
for  more  than  eight  years. 


“least  restrictive  environment  basket” — in  other 
words,  our  neighborhood  school.  As  far  as  I 
was  concerned,  there  was  no  option;  he  had  to 
go  to  school  here.  Period.  End  of 
discussion.  He  had  to  learn  to  live  ii\ 
our  “hearing  world.”  We  made  acad- 
emic plans  that  had  to  be  modified 
and  sometimes  sacrificed.  My  son 
had  limited  friendships  and  no  real 
social  life. 

Then  1 began  to  meet  adults  who 
were  deaf.  I began  to  listen  to  their 
conversations,  their  stories,  their 
experiences  of  learning  to  live  in  the 
“hearing  world.”  Slowly,  oh  so  very 
s-l-o-w-l-y,  something  began  to  nag  at 
me.  A light  bulb  went  on  in  my  head 
and  steadily  burned,  becoming 
brighter  and  brighter.  Finally  I real- 
ized this:  as  much  as  we  love  our  son, 
as  much  as  we  aie  willing  to  advocate 
for  every  right  to  which  he  is  entitled, 
my  husband  and  I are  still  hearing 
people.  We  could  never  teach  our  son 
how  to  live  in  a “hearing  world.”  He 
can  learn  that  only 
from  the  very  peo- 
ple who  have 

done  just  that  since  the  begin- 
ning of  time— other  people 
who  are  deaf. 

So  please,  I am  asking  all 
of  you  who  advocate  for  inte- 
gration and  inclusion,  please 
tread  lightly.  What  might  be 
right  for  your  cliild  will  not 
be  right  for  mine.  Don’t  over- 
look the  law’s  guarantee  of  a 
“continuum  of  placement 
options.”  You,  too,  may  need 
that  guarantee  someday. 

As  for  me — gotta  run.  1 
need  to  get  to  the  store  before 
it  closes.  I have  to  buy  a new 
outfit  for  the  homecoming 
game.  It’s  Parent’s  Day  at  my 
son’s  school,  iuid  I wouldn’t 
miss  it  for  the  world! 

— Sumn  K.  PenmUt 
Oneida,  Wisamsin 


JAll  of  you  who 

ADVOCATE  FOR 
%4TEQRAnON  AND 
;]^B<CLUSION,  PLEASE 
i;TOEAD  UGHTLY.  DON’T 
' oy^LOOKTHE  law’s 
! GUARANTEE  OF  A 
I'^NTINUUM  OF 
I PUMDEMENT  OPTIONS.” 
I You,  TOO,  MAY  NEED 
THAT  GUARANTEE 
SOMEDAY. 
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SPECIAL  ADVERTISING  SUPPLEMENT 


A Report  From  the  National 
School  Bus  Standards  Conference 

Ricon  recommends  ADA  lift  standards  for  specially-equipped  school  buses 


Once  every  five  years,  school  bus  operators 
fiom  across  the  country  gather  to  update 
a document  known  as  the  “National 
Standards  for  School  Bus  Operations.’' 
The  12th  National  Conference  on  School 
'Iransportation  Standards,  held  May  21-25 
1995  in  Warrensbuig,  Missouri,  marked  the 
occasion  of  the  most  recent  update  to  this  docu- 
ment— including  significant  upgrading  of  the 
standards  for  specially-equipped  vehicles  used  to 
transpon  students  with  disabilities. 
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Prior  to  the  conference,  several  key  equipment 
manufacturers,  who  served  as  advisors  to  the 
Standards  C3ommittce,  presented  recommenda- 
tions on  upgrading  standards  for  various  types  of 
school  bus  equipment.  Ricon  Corporation,  a 
leading  lift  manufacturer,  presented  a draft  rec- 
ommendation to  upgrade  equipment  standiirds 
for  specially-equipped  buses  used  to  transport 
students  with  disabilities.  ITie  Ria>n  recommen- 
dations were  supported  by  othcT  lift  manufacturers, 
and  were  eventually  accepted  for  adoption  by 
conference  delegates. 

Although  school  buses  arc  not  required  to 
a)mply  with  provisions  of  the  Americans  With 
Dkibilities  Aa  (ADA),  the  281  delegiucs  to  the 
conference  approval  the  Ricon  proposal,  a docu- 
ment that  borrowed  he-avily  fiom  the  ADA  to 
describe  standaais  ft>r  spc-cudly-cquipjxxl  sch(X)I 
buses,  'file  Specially- Et]uipped  School  Bus 
Writing  Cxmimiticx*  used  language  simikir  to  that 
used  in  the  ADA  to  outline  niles  on  pasjx;nger 
aipacity,  lift  and  nunp  specifications,  window 
gla/ing,  aisle  widtii,  markings,  securement  sys- 
tems and  new  levhnolog)’. 

CxMiimittec  co-chair  David  Huff,  a delegate 
from  Montana,  said  the  confcR’nce  adopted  “90 
|X'rcent“  of  the  A I Ms  nx]uiRmcnts,  but  rvjtctexl 
as  unnevessLtry  an  ADA  requirement  for  dtx^r 


height  sufficient  to  accommodate  adults  in 
wheelchairs.  Consistent  with  ADA  standards, 
however,  the  conference  added  the  requirement 
for  school  buses  to  have  a parking  brake  inter- 
lock, a mechanism  that  prevents  lift  operution  if 
a vehicle’s  parking  break  is  not  engaged.  This 
requirement  will  ensure  that  a school  bus  cannot 
roll  while  its  lift  is  in  use. 

According  to  Dale  Carpenter,  vice  president 
of  sales  for  Ricon  Corporation,  *‘Thc  difference 
between  a lift  that  doesn’t  meet  ADA  require- 
ments and  one  that  docs  is  about  $95.” 
Carpenter  added  that  the  cost  may  go  down  as 
such  modifications  become  standard  within 
the  industry. 

Bectronic  communications  systems 

Illinois  delegate  Peter  Grandolfo  and  delegates 
from  other  urban  states  argued  for  requiring  iui 
“elearonic  voice  communications  system” — 
meaning  either  a radio  or  a allular  phone — on 
each  bus  that  transports  students  with  disabili- 
ties. But  delegates  from  mountainous  and  rural 
areas  disagreed  witli  that  proposal.  Utah  del^ate 
Ben  Black,  of  the  San  Juan  school  district,  was 
typical  of  the  dissenters.  “It’s  pretty  obvious  to  me 
that  a lot  of  these  folks  have  never  been  out 
West,”  said  Black.  “I  have  8,000  square  miles  of 
distria  to  cover.”  Black  went  on  to  explain  that 
his  distria  includes  places  where  neither  radio 
nor  cellular  communications  can  be  ased. 

Evenmally,  cui  amended  version  of  the  mea- 
sure was  passed.  'Ilie  new  version  excluded  areas 
where  elearonic  communication  does  not  exist. 
In  addition,  the  wording  was  chimged  to  say  that 
elearonic  communication  “should”  be  required, 
rather  tlian  “shall  be.” 

Testing  tie-downs 

Ifie  conference  deleted  an  earlier  version  of  its 
own  testing  standards  to  allow  the  Society  of 
Automotive  Engineers  (SAE)  to  do  even  more 
stringent  testing  of  whtxlchair  tie-downs.  SAE 
tests  will  involve  wha*lchair-and-restraint/saure- 
nicnt  systems  being  siuicshcd  on  a test  slai  at  30 
m.p.h.  Huft'sLiid  the  decision  to  go  to  SAE  test- 
ing will  “put  tath”  in  the  standards  adopted  by 
the  convention,  “to  see  if  these  tie-dovwis  are 
going  to  do  what  we  want  them  to  do.” 

Lift  capacities 

Mcmixrs  also  votal  to  stanigthen  lift  capacities 
hy  adopting  the  Ricon-rtcommended  “dcsign- 
loiid”  standard  of  6(K)  |x)unds.  In  dele- 


gates added  a requirement  that  “the  lifting  mech- 
anism and  platform  shall  be  able  to  lift  a mini- 
mum of 800  jx>unds.”  lliis  requirement  should 
ensure  that  each  bus  has  a lift  with  the  capacity  to 
safely  and  effeaively  lift  even  the  heaviest  power 
wheelchairs  and  their  passengers. 

Belt  cutlers 

Finally,  the  conference  required  that  a durable 
seat  belt  cutter  should  be  kept  in  any  bus  that  has 
wheclchair/mobility  aids  or  “otha  assistive  or 
restraint  devices  that  utilize  belts.”  The  axailability 
of  the  belt  cTJttcr  means  that  in  an  emeigenc)*;  a 
passenger  can  be  quickly  freed  of  the  restraint  sys- 
tem and  evacuated  from  the  bus. 

Standardization  leads  to  better  service 

ITic  standards  passed  by  this  convention  will 
be  adopted  automatically  in  four  states  and 
used  as  a giideline  in  most  others.  For  companies 
like  Ricon  Corporation,  the  adoption  of  ADA 
standards  for  school-bus  wheelchair  lifts  means 
a more  standardized  product,  because  these 
same  lifts  are  already  in  use  by  paratransit  sys- 
tems that  provide  transportation  to  adults  with 
disabilities.  Because  the  same  lifts  will  now  be 
used  in  school  buses,  Ricon  Corporation  will 
be  able  to  provide  faster  delivery  times  and  bet- 
ter after-sale  product  support. 

Ricon  goes  one  step  further 

In  assessing  the  inipaa  of  the  new  standards  on 
smdent  safety.  Carpenter  pointed  out  that  the 
recent  adoption  of  the  ADA  requirement  for  an 
inboard  roll  stop  is  a significant  safety  enhance- 
ment. The  inboard  noil  stop  is  a 10-  to  15-inch 
barrier  that  preverxs  a whalchair  from  falling 
into  the  space  between  the  edge  of  the  lift  and  the 
side  of  the  vehicle. 

In  addition,  the  new  requirement  for  a supple- 
mental lestraint  system  means  tlwt  all  passengers 
using  a bus  equipped  with  a Ricon  lift  will  be 
protated  by  a “safety  zone”  that  includes  an 
elearically-intcrlocked  outboard  passenger  res- 
tniini  belt,  lliis  exclusive  fauure — snmdard  on  idl 
Ricon  transit  lifts — consists  of  a Ixlt  mnning 
across  the  outer  side  of  die  lift,  alx)vc  die  outboanl 
roll  stop.  Ifils  helps  to  protea  passengers  in 
wiieelchairs  from  rolling  oft  the  non-vehicle  side 
of  the  lift  platform  and  falling  to  die  ground. 

Portions  of  this  article  u>ere  adapted  with 
pennission  from  Scuooi  TRANSPORTATtON 
NtiWS, 
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Guidelines  for 
Using  Transportation  Services 

by  Ned  Einstein 


Few  tilings  in  life  run 
as  smoothly  as  they 
should — parents  are 
pardculariy  reminded  of 
this  truth  on  most  week- 
day mornings,  as  they 
rush  to  get  children 
ready  for  school  and  out 
the  door.  Likewise,  spe- 
cial education  trans- 
portation services  may 
not  always  run  as 
smoothly  as  we  might 
wish.  But  parents  can  do 
many  things  to  help. 

Children  and  parents 
deserve  safe,  reliable 
transportation  services 
that  are  responsive  to 
their  concerns.  Parents 
pay  for  transportation  services  either 
direcUy,  through  fees;  or  indirectly, 
through  taxes.  They  have  a right  to 
expect  these  services  to  operate  accord- 
ing to  some  standards  of  quality. 
Unfortunately,  laws  and  regulations 
establish  only  minimum  standards;  and 
some  states  have  no  legally  mandated 
standards  at  all. 

Regulations,  standards  and  contract 
requirements  may  affect  the  safety,  reli- 
ability and  responsiveness  of  transporta- 
tion services.  In  general,  service  quality 
depends  largely  on  the  money  available 
to  pay  for  it  Within  tliese  limits,  howev- 
er, most  of  a transportation  system’s 
operating  characteristics  are  within  tlie 
control  of  the  personnel  in  charge  of 
running  it  But  an  informed  parent  can 
make  many  contributions  to  safety  anci 
service  quality. 

Understanding  your 
transportation  system 

Tb  passengers  and  tlieir  parents,  the 
“system”  may  seem  to  be  simply  tlie 
vehicle  and  its  driver.  But  yoiu*  child’s 


vehicle  and  driver  are  only  one  cog  in  a 
complicated  system  including  layers  of 
dispatchers,  schedulers,  telephone 
receptionists,  mechanics,  training 
instructors  and  managers.  Vehicles  must 
be  purchased  or  leased,  maintained, 
cleaned,  fueled,  inspected,  licensed  and 
insured,  as  well  as  scheduled  and  driven. 

Under  the  best  of  circumstances, 
operating  a fleet  transporting  hundreds 
of  individuals  with  a variety  of  special 
needs,  traveling  in  every  direction  at  the 
same  time,  is  a task  of  daunting  com- 
plexity. Now  imagine  what  happens 
when  it  rains. . . when  new  drivers  are 
still  learning  tlieir  routes. . . when  there 
are  traffic  delays  and  accidents. . . when 
passt^ngers  are  not  ready  at  their  sched- 
uled pick-up  times. . . or  when  operating 
personnel  are  overwhelmed  with  tele- 
phone cjdls. . . 

Parents  can  help 

Parents  can  do  much  to  help  tlie  trans- 
portation s(‘rvice  run  more  smoothly. 
Here  are  a few  guidelines: 

• Be  as  flexible  as  possible  in 


accommodating  sched- 
ules.  Scheduling  hun- 
dreds of  students  for 
pick-ups  and  drop-offs  is 
difficult  A<^usting  a dri- 
ver’s schedule  to  accom- 
modate a simple 
request — ^for  example, 
“Can’t  you  come  earli- 
er?”— can  destroy  the 
logic  of  an  entire  route, 
force  other  pick-ups  to 
occur  out  of  order  and 
increase  ride  times  for 
other  children  on  the 
route. 

• Provide  system 
qffickUs  with  tele- 
phone numbers  where 
you  or  others  respon- 
sible for  your  child  may  be  contact- 
ed at  all  times.  When  a vehicle  runs 
behind  schedule,  breaks  down  or  expe- 
riences other  problems,  it  can  take 
hours  to  track  down  and  notify  each 
passenger’s  parents.  Make  sure  operat- 
ing personnel  have  the  information 
needed  to  contact  you  quickly. 

• Know  your  chiUPs  pick-v^  cmd 
drop-ojf  times  cmd  the  ^^window  qf 
flexibility^^ for  each.  For  example,  a 
10-minute  “window”  for  a pick-up 
scheduled  to  occur  at  8:30  am.  means 
the  pick-up  should  occur  between  8:20 
and  8:40  am.  Always  tiy  to  have  your 
child  ready  before  the  window  of  flexi- 
bility begins.  When  it  rains  or  snows, 
have  your  child  ready  even  earlier;  a 
well-run  system  will  automatically  tiy  to 
pick  up  its  passengers  earlier  in  bad 
weather.  Do  not  telephone  system  per- 
sonnel until  the  velucle  is  genuinely  late. 

• Obtain  telephone  numbers  of  par- 
ents whose  children  are  also  on 
your  child^s  routes.  The  most  impor- 
tant numbers  are  those  of  passengers 
picked  up  and  dropped  off  immediately 
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before  and  after  your  child  in  the  morn- 
ing and  the  afternoon.  Conversing  peri- 
odically with  fellow  parents  can  help 
you  monitor  the  quality  of  service  and 
identify  problems.  If  you  are  worried 
about  a late  vehicle,  call  a parent  whose 
child  is  picked  up  (in  the  morning)  or 
dropped  off  (in  the  afternoon)  before 
yours.  Better  yet,  ^point  one  parent  to 
be  “route  captain;”  that  parent  can  com- 
municate with  system  operator,  then 
communicate  individually  with  other 
parents  of  children  on  the  route. 

• Establish  a clear  policy  with  sys- 
tem officials  about  ^^receiving”  your 
chikL  It  may  not  be  safe  for  the  driver 
to  drop  your  child  off  without  a respon- 
sible adult  available  to  meet  him  or  her. 
Let  system  olKcials  know  who  is  autho- 
rized to  meet  your  child. 

• Make  arrangements  for  your 
child  to  be  dropped  off  at  another 
home  on  the  route  if  you  cannot  be 
home  to  meet  the  vehicle.  Let  system 
officials  know  who  this  will  be.  If  no 
responsible  adult  is  at  the  drop-off  point 
when  tlie  vehicle  arrives,  the  driver  may 
be  required  to  keep  the  child  on  the  bus. 
Drivers  usually  do  not  have  time  in  their 
schedules  to  “swing  back”  mid-route  to 
drop  off  a child.  In  a case  like  this,  your 
child  could  ride  for  hours  until  the  dri- 
ver has  an  opportunity  to  bring  him  or 
her  home. 

• Always  call  system  personnel  to 
cancel  pick-ups  and  drop-offs  if 
your  child  will  not  be  riding.  Make 
these  arrangements  as  far  in  advance  as 
possible.  When  you  want  transportation 
service  resumed,  also  remember  to  call 
system  personnel  in  advance. 

• Provide  system  officials  with 
detailed  irformationy  in  writinpy 
about  your  child^s  physical  cmd 
medical  condition(s).  Include  notes 
about  behavioral  issues,  and  any  other 
special  concerns.  Also  include  phone 
numbers  of  yoiu*  child’s  doctors.  Ideally, 
the  system  should  collect  this  informa- 
tion in  tlie  same  way  for  all  passeng(»rs. 
If  it  doesn’t,  at  least  make  sure  it  has 
this  information  for  your  child. 

• Do  not  alter  regular  pick-up  or 
drop-off  locations.  Organized  and  pro- 
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ductive  transportation  systems  carmot 
juggle  pick-up  and  drop-off  points  with- 
out inriting  scheduling  and  dispatching 
chaos.  If  your  child  will  be  staying  at 
someone  else’s  home,  make  arrange- 
ments to  have  that  person  drive  to  the 
regular  pick-up  or  drop-off  point  before 
the  vehicle  is  scheduled  to  arrive,  and 
wait  for  it  there. 

• Do  not  ask  the  driver  to  be  a 
messenger.  Call  sj^stem  officials  to 
convey  information,  file  complaints  or 
ask  questions.  If  a schedule  change  is 
necessary,  don’t  discuss  it  with  the  dri- 
ver, contact  system  officials  directly. 
Don’t  ask  the  driver  to  transport  notes, 
lunches  or  any  non-health-related  arti- 
cles. Have  your  child  do  it 

• Communicate  with  system 
officials  and  personnel  on  all  non- 
urgent matters  during  non-operat- 
ing hours.  Non-operating  hours  are 
those  hours  when  children  are  in 
school.  During  operating  hours,  a sys- 
tem switchboard  is  often  flooded  v^ith 
calls  lequiring  immediate  response  from 
dispatchers  and  system  managers. 
Unless  there  is  an  emergency  or  your 
child’s  vehicle  is  unusually  late,  do  not 
contact  system  officials  during  operat- 
ing hours. 

Understanding  the  system 
from  the  ""operating  perspective’" 

Share  these  ideas  with  the  parents  of 
other  children  on  your  child’s  route  and 
others  whose  cliildren  use  the  same 
transportation  system.  Youi'  child’s 
transportation  system  will  operate  more 
smoothly  if  other  parents  also  follow 
these  guidelines. 

Try  to  remember  that  the  people 
operating  the  system  do 
not  see  it  the  way  you  do. 

They  can’t.  And  they 
skoiddnt.  This  does  not 
mean  your  cliild  is  “just  a 
number.”  But  system 
officials  are  often  respon- 
sible for  the  safe,  reliable 
transix)rtation  of  him- 
dreds  of  children.  And 
they  have  to  exercise  this 
resi)onsibility  within  a 


limited  budget.  While  they  fry  to  accom- 
ni(  vlate  most  of  their  passengers’  needs, 
they  cannot  possibly  accommodate 
every  need  of  every  parent  When  dis- 
cussing problems  with  system  officials, 
let  them  know  you  understand  these 
realities.  They  will  greatly  ^predate 
your  understanding,  and  in  return  you 
will  receive  better  information  about  the 
system  and  help  in  solving  problems.  EP 

Ned  Einstein  is 
the  president  of 
Dvnsportation 
Alternatives,  a 
southern  Cali- 
fornia-based 
ccmsultingfbm 
specializing  in 
the  design  of 
school  tmns- 
poiiaiion  sys- 
tems fin'  chil- 
dren mth  special  needs,  and 
tmnsit”  systems  fin'  adults  with  physi- 
cal and  developmental  disabilities.  A 
fo)ir\er  consultant  to  the  U.S. 
Depaiiment  of  Transpoiiation,  Mr. 
Einstein  authored  the  summary  leport 
of  the  Nation Ai.  Survey  of  the 
Transportation  of  im:  Handicapped,  a 
leport  to  Congtvss  that  fanned  the 
basis  of  the  tmnspoiiation  sections  of 
the  AmeticarvS  with  Disabilities  Act 
(ADA ).  Mr.  Einstein  conducts  work- 
shops on  special  tmnspoiiatkm  set'- 
vices  and  legulaiiy  provides  eocpert  tes- 
timony and  technical  assistance  to 
attorneys  involved  in  transportaiion- 
lelated  cases,  paiiiculaiiy  those  inioti^ 
ing  paratmnsit,  school  is  and  special 
education  seivices. 


What  are  your  concerns  about 
transportation  services? 

Do  you  think  your  child's  ride  is  unreasonably  long?  Are 
you  worried  abcxjt  safety  issues?  Do  you  wonder  how 
your  child's  transportation  provider  chooses  and  screens 
drivers?  Readers  with  transportation  concerns  may  write 
to  Ned  Einstein,  c/o  Exceptkdnal  Pareistt,  209  Harvard  St., 
Ste.  303,  Brookline,  MA  02146.  Mr.  Einstein  will  answer 
reader  questions  in  upcoming  issues  of  the  magazine. 
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Your  Child’s  Bathroom 


Only  after  this  sink 
has  been  adapted^ 
can  this  young  boy 
use  it 


en  Jean 
and  Mike 
Gibbons 
built  their 
new  house,  they 
had  to  think  care- 
fully about  tlieir  son 
Anthony's  bath- 
room. Anthony 
Rubino,  13,  has  quad- 
riplegic cerebral 
palsy,  and  Jean  and 
Mike  were  determined 
to  create  a home  in 
which  Anthony  could 
have  as  much  indepen- 
dence as  possible.  One 
of  the  central  features  of  tliat  home 
turned  out  to  be  a ceiling-mounted  lift 
that  moves  Antimony  from  his  bed  to 


the  bathroom,  and  once  there,  from  the  toilet  to  the  shower. 
The  lift  could  be  installed  only  because  the  Gibbons'  architect 
made  sure  the  configuration  of  the  bathroom  and  bedroom 
was  just  riglit  Building  a new  home  to  meet  the  needs  of  a 
child  with  disabilities  is  clearly  an  ideal  solution. 

Unfortunately,  not  evetyone  can  start  from  scratch. 

When  designing  a bathroom  for  a child  with  disabilities — 
either  as  an  adaptation  to  your  existing  home  or  as  pait  of  a 
new  one — there  are  several  goals  to  keep  in  mind.  Indepen- 
dence and  privacy  are  primary  among  them;  it  is  important  that 
a child  be  able  to  do  as  much  as  possible  without  someone 
else’s  help.  This  means  considering  details  such  as  the  height  of 
light  switches  and  the  placement  of  towel  racks.  These  details, 
in  turn,  highlight  another  priority — safety.  Towel  racks  need  to 
be  within  reach,  but  should  also  be  positioned  where  they  will 
not  be  confused  with  grab  bars  (see  sidebar). 

Children  grow  older,  this  fact  often  influences  design  deci- 
sions also.  In  a few  years,  for  instance,  yoiu  child's  grab  bars 
may  be  positioned  too  low  to  be  useful.  Planning  ahead  can 
help  you  avoid  these  problems.  Grab  bars,  for  example,  will  be 


Checklist  for  Your  Child's  Bathroom:  Is  it  Convenient  and  Safe? 


Remember  that  the  bathroom  must  be  big  enough  for  your  child  and 
any  adaptive  equipment  he  or  she  needs,  keeping  in  mind  that  both 
the  child  and  the  equipment  will  grow  larger 

1 . Personal  Hy^ene 

• Is  the  sink  at  a good  height  for  your  child?  Is  it  easy  to  adjust  the 
height  of  the  sink  to  accommodate  your  child  as  he  or  she  grows? 

• Is  there  a need  for  open  space  below  the  sink  or  vanity?  If  there  is 
not  a need  now,  will  there  be  one  in  the  future?  If  so,  is  It  easy  to 
remove  cabinets  to  provide  space? 

• Can  your  child  reach  the  faucet  now?  Do  you  anticipate  further 
limitations  in  reach? 

• Is  the  minor  at  a good  height  for  your  child?  Is  it  easy  to  adjust  the 
height  of  the  minor?  (Note:  A laige  minxx  meets  the  needs  of  everyone.) 

• Is  the  toilet  at  a good  height  for  your  child?  Is  it  easy  to  adjust  the 
height  of  the  toilet?  (Note:  Add-on  seats  are  available.) 

• Is  the  tub/shower  easy  to  get  into  and  use? 

• Is  there  a tub/shower  seat  in  the  bathing  area? 

• Can  the  controls  be  reached  from  both  a sitting  and  a standing 
position? 

• Does  the  shower  have  a hand-held  unit?  Is  it  mounted  so  that  your 
child  can  use  it? 

• Is  the  tub  or  shower  floor  a non-slip  surface? 

2*  Support  Systems 

• Do^  your  child  need  grab  bars  by  the  toilet?  The  height  of  the 
grab  bars  will  need  to  change  as  your  child  grows;  if  the  bars  are 
mounted  on  solid  blocking,  is  the  blocking  wide  enough  to  allow  the 
height  of  the  bars  to  change  substantially? 

• Does  your  child  need  grab  bars  at  the  tub  or  showier?  Is  it  easy  to 
adjust  their  height?  (See  above.) 

• If  you  have  grab  bars,  are  they  sturdy?  (Note:  Towel  racks  are  often 
used  as  grab  bars,  but  they  were  not  deigned  to  fulfill  the  same  pur- 
pose and  should  be  placed  where  they  will  not  be  confused  with 
grab  bars.) 

• Even  if  your  child  does  not  need  grab  bars,  will  the  caretaker? 

O - - ~ 
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Accessories 

• Is  the  toilet  paper  dispenser  within  reach? 

• Are  the  towel  racks  at  a good  height  for  your  child?  Is  it  easy  to 
adjust  the  height  of  the  racks? 

• Are  the  light  switches  easy  to  turn  on  and  off? 

• Are  the  electrical  outlets  appropriately  placed?  Do  you  need 
outlet  covers? 

• Are  the  electrical  outlets  grounded? 

4.  Storage 

• Is  there  adequate  storage  within  reach?  Storage  needs  may  change; 
is  extra  space  available  if  needed? 

• Are  the  medicine  cabinet  and  shelves  within  reach?  Are  they  easy 
to  open? 

• Is  there  enough  room  for  toileting/diapering  supplies?  Is  there  a 
surface  for  diapering? 

• Is  there  enough  room  around  the  sink  for  the  accessories  your 
child  will  eventually  need,  for  example,  shaving  items  and  make-up? 

• Is  there  space  to  store  a shower  chair  that  can  be  used  in  a roll-in 
shower? 

5.  Moving  Around 

• Is  there  space  to  move  around  in  the  bathroom  in  a wheelchair? 
Will  there  be  sufficient  space  as  your  child  and  the  wheelchair 
become  larger? 

• Is  there  room  for  both  your  child  and  a caretaker? 

• Is  the  bathroom  door  wide  enough?  ^Note:  By  widening  it  to  32" 
clear,  it  will  meet  your  child's  changing  needs.) 

• Is  It  easy  to  pull  the  door  shut?  Is  it  easy  to  open? 

6.  Lighting  & Ventilation 

• Is  there  enough  lighting  in  the  bathroom? 

• Is  the  bathroom  well-ventilated? 

Adapted  Iwm  material  in  A Consumer's  Guide  to  Home  Adaptapon. 
$12;  available  from  Adaptive  Environnients  Center,  347  Congress  St., 
Ste.  301,  BcKtoa  MA  02210;  (617)  695-1225. 
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(Photos  courtesy  of  the  Center  for  Accessible  Housing,  Raleigh.  NC) 


J Accessible  bathrooms  need 

!not  look  institutionall 

child  may  use  a wheelchair  in  the  future,  for  example,  any 
under-sink  cabinets  need  to  be  easily  removable. 

I Resources 

{To  begin  gathering  the  necessary  information  to  embark  on  an 
adaptation  or  design  project,  first  get  your  child’s  occupational 
*5  or  physical  therai  -ist  involved;  that  person  can  help  you  review 
I needs  and  locate  resources.  Parents  can  search  databases  such 
I as  the  ABLEDATA  database  of  assistive  technology  (8455 
I Colesville  Rd.,  Ste.  935,  Silver  Spring,  MD,  20910-3319;  800/227- 
^ 0216,  V/TTY;  301/588-9284,  VATY;  BBS:  301/589-3563, 8-N-l, 

1200-9600  baud).  Other  good  places  to  find  new  products  or 
services  include: 

• Adaptive  medical  equipfnent  letaU  dealer  catalogs.  Medical 
equipment  dealers  can  show  you  their  catalogs  to  ^ve  you 
design  ideas  and  options. 

• State  assistive  technology  pivgimns.  To  find  these  programs, 
which  can  direct  you  to  resources  in  your  state,  contact  the 
RESNA  Technical  Assistance  Project,  1700  North  Moore  St., 

Ste.  1540,  Ailington,  VA  22209-1903,  (703)  524-6686,  voice;  (703) 
524-6630,  TTY. 

• Independent  living  centets.  These  community-based,  con- 
sumer-controlled advocacy  and  service  organizations  can  pro- 
vide lists  of  resources  for  ad^^tation  projects.  To  find  the  cen- 
ter nearest  you,  contact  the  National  Council  for  Independent 
Living,  2111  Wilson  Blvd.,  Ste.  405,  Arlington,  VA  22201,  (703) 
52&B406,  V/TTY. 

• Specialized  accessibility  consultants.  Make  sure  that  any 
consultant  you  hire  focuses  on  lesidential  adsgptations.  These 
consultants,  where  available,  help  families  target  their  specific- 
design  or  adaptation  needs.  This  process  involves  the  whole 
family — ^it’s  important  that  a modification  or  adsgptation  for  one 
family  member  doesn’t  interfere  with  the  needs  of  another. 

After  a discussion  about  needs,  goals  and  options,  the  next  step 
is  research  into  resources  and  products.  The  consultant  may 
sei-ve  as  a liaison  between  the  family,  the  contractor  and  the 
architect,  to  make  sure  all  tl\e  necessary  details  aie  included. 

Often,  the  ability  to  take  advantage  of  design  ideas,  products 
and  services  relies  on  funding.  Inexpensive  solutioas  exist,  but 
adaptation  expenses  inevitably  add  up.  Finding  funding 
retiuires  legwork,  iind  families  have  to  be  ready  to  live  by  tl\e 
“bit  here,  bit  there”  principle.  In  order  to  finance  the  bed-to- 
toilet-toshower  lifl,  Anthony  Rubino’s  fiunily  looked  eveiy- 
where  for  help  with  the  $10,000  bill.  Eventually,  the  Kniglits  of 
Columbus  came  through  for  them  with  a $5,000  contribution 
and  tlie  Elks  witli  $100.  As  you  investigate  resources,  be  sure  to 
ask  for  funding  tips. 
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A balancing  act 

In  designing  or  adapting  a bathroom,  each 
decision  is  a link  in  a chain  of  decisions; 
one  change  can  demand  a whole  series  of 
changes.  If  you  are  building  a new  home, 
you  have  a great  deal  of  flexibility — as 
much  as  finances  allow,  you  can  aim  for  ideal  solutions. 

Modifying  an  already-existing  house  presents  a diffeient  chal^ 
lenge;  it  forces  you  to  find  a balance  between  the  ideal  solution 
and  the  options  dictated  by  circumstances.  If  you  do  not  have 
room  to  replace  an  existing  door  with  one  that  is  three  feet 


This  Duro-Matic  ckx>r 

0^ 

hinge  adds  two  inches 

o 

of  clearance  to  any 

\j 

doorway. 

0 

0 

A j 

(Illustration  courtesy  of  Duro-Med, 

Jesup, 

wide,  you  liave  to  find  another  solution.  If 
the  child’s  wheelchair  does  not  need  to 
make  a turn  to  enter  the  bc^nroom,  the 
door  can  be  narrower.  Even  if  a turn  is  nec- 
essary, it  may  be  possible  to  create  the 
needed  width  with  a pair  of  offeet  hinges. 
These  hinges  have  an  extra  fold,  allowing  the  door  to  open  ftrr- 
ther  back  and  to  the  side  so  the  inside  edge  of  the  door  no 
longer  diminishes  the  doorway’s  full  clearance.  This  $30  option 
may  save  a family  up  to  $600  in  reconstruction  costs. 

The  bathing  area  demands  simiV.v  considerations.  If  your 
bathroom  already  has  a tub,  you  can 
install  a lift-^e  most  common  type 
clamps  onto  the  side  of  the  tub.  Or  you 
could  replace  the  tub  with  a shower, 
which  may  be  easier  to  use.  A pre-tab 
roll-in  shower  fits  into  the  space  of  an 
existing  tub.  If  the  shower  is  not  big 
enough  for  the  caretaker  as  well  as  the 
child,  a half-height  cuitain  can  allow  the 
caretaker  to  work  from  outside  the  stall. 

Blueprints 

Talking  about  her  work,  accessibility 
consultant  Jackie  Dobson  describes  a 
moment  she  arrives  at  with  many  fami- 
lies— ^the . loment  when  she  says,  “when 
your  child  moves  to  his  or  her  own 
apartment. . .”  Often,  she  can  see  that 
families  haven’t  yet  considered  this 
eventuality — she  watches  them  make  a 
mental  shift  from  the  here-and-now  to 
the  future,  and  she  can  see  their  sur- 
prise. Jeff  Jones,  father  of  Brianne,  a 14- 
yeai'-old  with  cerebral  palsy,  is  thankful 
for  moments  like  that.  “Jackie  personal- 
izes it.  You’re  busy  thinking  about  2x4s 
and  she  reminds  you  that  girls  need 
space  to  be  girls — space  for  the  hair 
dryers,  you  know?”  Sometimes,  a blue- 
print for  a bathroom  can  turn  out  to  be 
a blueprint  for  independence.  EP 

— Molly  Winans 

Molly  Winems  is  assistant  editor  of 
ExcEimoNAL  Parent, 

Thanks  to  the  following  people  for  their 
cortUi  but  ions  to  this  aiiicle: 

• Jacki e Dobsoii , pt -es i den t a t\d 
foundei'  of  Solutions  for  Accessibility, 
Fi'a  rn  Ingham,  Massach usetts; 

• Jean  Gibbons,  parent,  Manomet, 
Massachusetts; 

• Jeff  Jones,  parent,  Cambridge, 
Massachusetts; 

• Ralph  LeBlarw,  aivhitcct,  Hull, 
Massachusetts. 
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J-Jow  do  yoxi  take  a sit-down 
sKower?  How  does  a sinle  ^o 
xip  and  down?  J-Jow  do  astronants 
^o  to  tlie  katlnoom? 


Hot  water  might  just  be  the  best  problem 

solver  around.  This  comfortable,  movable,  contoured 
shower  chair  lets  you  soak  it  in  without  a care.  Our 
Ceratherm  shower  with  thermostatic  control  makes 
you  feel  even  more  at  ease. 


Talk 

about  your 
awkward 
situations 
Astronauts  ^ 
hr  St  strap 
themselves  in 

with  foot  • 

and  thigh  , ^ 

restiaints  Theyvv  got  a toilet  bowl  but  no  water  ».  U'ad.  12  cm 
lets  underneath  the  seal  pn^pel  everything  into  .?  storage  tank 


--y 


Oui  MulthSystem 
closest  anyone's 
sink  It  adjusts 
accommodate 
with  back  tiouble. 
or  in-between 


Lavatory  is  the 
come  to  a portable 
very  quickly  to 
wheelchairs,  those 
or  anyone  tall,  short 
It  even  slides  to 


the  lelt  or  to  the  right 


livcmme  [o  i\\c  Imllirooni.  In  wiy  tlilforunl  ciraim^lniKL’:^.  Slill,  il  sluuiltl  .ilwav^  (vc\  invilin^. 
IVivnU'.  kVLixinjd,  ll  slu^nld  k*  a duuicc  io  led  fav.'lo  llial  eml,  Amerkan  ^'l.nul.ml  offersi  llie  choice 

of  ^mainly  designed,  ^^lunnin^ly  ile:>ij^neil  »icce:>^il)lc  producU  nnywliere.  We  11  al?(^  nnswer  till  your  tjuo^lions. 
liven  if  we  l.cve  U.  a>k-  NA5A.  )u^l  aill  al  l-{^n()-5?.4-9W7,  lixl.470. 
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For  Students  with  Autismy  Behavior  Disorders  or  Mental  Retardation 

The  New  England  Center  for  Autism,  is  a community-based  education  center  providing  day  and  residential  programs  for 
students  aged  3 to  adult.  Classes  in  communication,  daily  living,  academics,  employment  and  social  skills  are  taught  in  1:1  and 
low  staff-to-student  ratios.  Our  norvaversive  approach  is  designed  to  bring  children  out  of  the  severe  isolation  imposed  by  their 
disabilities  and  prepare  them  for  productive,  woiiMng  lives  in  their  own  communities.  The  central  educational  facility  of  The 
Center  is  located  just  20  minutes  west  of  Boston,  in  Southboro,  Massachusetts,  with  13  attractive  student  homes  in  nearby 
communities.  We  are  less  than  3 hours  from  ,most  eastern  states  and  accept  appropriate  students  from  anywhere  in  the  CIS. 


EARLY 

INTERVENTION 

Make  a better  future  for  the  young 
child  with  Autism,  PDD  and  Behavior 
Disorders  in  your  life.  At  the  primary 
level,  our  residential  program  focuses 
on  children  ages  3*12.  Students  are 
taught  using  proven  intensive  instruc- 
tional techniques  based  on  applied 
behavior  analysis.  Studies  conducted 
nationwide  have  shown  the  signifi- 
cant impact  this  type  of  program  can 
make  on  the  young  child’s  develop* 
ment.  This  short-term  placement, 
combined  with  our  individualized 
transition  programs,  provides  an 
avenue  to  return  children  to  their 
homes  and  public  schools  with  the 
skills  to  grow  and  thrive  in  integrated 
settings. 


INTENSIVE  BEHAVIOR 

PROGRAMS  DISORDERS  UNIT 


Many  of  our  students  arrive  at  The 
New  England  Center  for  Autism 

after  having  had  a long  history  of 
rejection  and  failure.  With  us  they 
receive  intensive,  positive,  behavior- 
ally  oriented  treatment  that  focuses 
on  developing  the  coping  skills  and 
appropriate  behaviors  which  enable 
them  to  live  and  work  successfully 
with  minimum  support,  intensive 
Program  students  participate  in  the 
full  range  of  academic,  community, 
and  recreational  activities  provided 
for  all  of  our  students. 


For  more  information  please  contact 

Catherine  M.  Welch,  MEd, 
Director  of  Admissions. 


Our  staff  understands  how  much 
can  be  gained  when  children  develop 
a positive  self-image,  and  we  work  to 
make  that  a reality!  Our  Behavior 
Disorders  Unit  has  successfully 
bridged  the  gap  between  programs 
that  traditionally  serve  students  with 
emotional  disturbances  and/or  psy- 
chiatric disorders,  and  programs  that 
serve  students  with  Developmental 
Disorders  and/or  Autism.  We  combine 
individual  and  group  counseling  with 
sound  behavioral  techniques  to  pro- 
vide comprehensive  educational  and 
social  development  programs  for  all 
students,  with  a strong  focus  on  self- 
monitoring,  choice  and  responsibility. 


33  Turnpike  Road,  Southboro,  MA  01772  (508)  481-1015 

Just  20  miles  from  Boston 


Dijference! 


^rrci*#76 


Genetic  Counseling 

es  in  testing  are  changing  the  'lypical  pregnancy” 


Part  Two 


by  Naomi  Angoff  Chedd 


'‘CVS. . . AFP. . . DNA  mmlysis. . . I thought  I vxis  going  to  fiave 
a typical  ptvgnancy.  Instead  / was  thmen  into  cavldrom  of 
alphabet  soup!''  This  was  the  reaction  of  erne  mother  upofu 
learning  that  her  genet  ic  histmy  pivdLsposed  hei^  unbcnii 
child  to  a number  of  genetic  conditions,  including  a major 
heart-  defect.  Her  pregnancy — which  involved  dose  monitor  - 
ing, numerous  tests  and  then,  neonatal  heart  surgery — was 
anything  but  typical. 


These  days,  most  pregnancies  involve  discussions  of 
genetics,  and  many  couples  consult  geneticists  or 
genetic  counselors.  Some  undergo  a variety  of  tests  in 
an  effort  to  ensure  that  their  developing  baby  is  healthy, 
which,  in  most  cases,  it  is.  If  not,  prenatal  testing  can  give 
families  information  and  options. 

But  the  accuracy  of  that  information  is  crucial,  stresses 
Suzanne  Morse-Fortier,  coordinator  of  the  Down  syndrome 
program  at  Har\'ard  Community  Health  Plan  and  former 
board  member  of  the  Massachusetts  Down  Syndrome 
Congress.  Morse-Fortier,  who  works  with  parents  of 
children  who  have  Down  syndrome,  or  those  who  have 
received  a prenatal  diagnosis,  believes  that  such  parents 
receive  too  much  negative  and  incomplete  information 
because  many  medical  professionals  do  not  have  up-to- 
date  knowledge  of  various  disabilities.  For  example,  she 
points  out,  “People  are  often  told  that  30  to  40  percent 
of  children  with  Down  syndrome  will  have  a heart, 
defect,  which  is  accurate.  But  they  are  not  told  that 
now,  most  of  these  heart  problems  are  correctable.” 
Morse-Fortier  thinks  that  couples  with  a prenatal 
diagnosis  should  find  out  as  much  as  they  can  about  the 
c*ondition  and  available  support  groups  and  resources. 
They  may  also  want  to  talk  with  other  parents  .of  chil- 
dren with  a similar  diagnosis. 

On  the  other  hand,  Morse-Fortier  adds,  parents  who 
have  not  yet  decided  whether  to  continue  a pregnancy 
should  not  try  to  predict  their  child’s  future  based  on 
the  way  other  children  have  turned  out.  “Do  we  parade 
expectant  parents  of  what  we  believe  will  be  typically- 
developing  kids  around  youth  detention  centers,  pris- 
ons— or  Harvard  University,  for  that  matter  —and  tell 
them,  ‘Now  pay  close  attention  to  this  and  think  seri- 
ously about  whether  or  not  to  continue  your  pregnancy, 
because  your  kid  miglit  end  up  here  some  day?’  Of 
course  wo  don’t.  Nobody  can  predict  any  child’s  future.” 

Available  tests 

About  three  or  four  in  every  100  births  results  in  some 
kind  of  genetic  abnonnality  or  “birth  defect.”  Although 
tests  are  available  only  for  a few  hundred  out  of  the 
thousands  of  possible  conditions,  medical  knowledge 
and  medical  know-how  are  improving  all  the  time.  Here 


are  some  tests  that  couples  planning  or  expecting  a baby 
may  encounter. 

Prenatal  tests: 

• Ultmsonogmphy  (ultrasound)  is  a non-invasive  procedure 
that  provides  a visual  image  of  the  fetus.  An  ultrasoimd  can 
be  used  to  determine  the  size  of  the  fetus  and  approximate 
due  date.  A more  sophisticated  level-II  ultrasound  can  identify 
some  developmental  and  structural  abnormalities,  such  as 
spina  bifida,  congenital  heart  disease  and  hydrocephalus. 
Results  are  usually  available  immediately,  although  further 
tests  may  be  reconunended  to  confinn  a diagnosis. 

• Mater^nal  serum  alpha-fetoprvtein  (AFP)  analysis,  a 
maternal  blood  test  performed  between  weeks  16  and  18  of 
a pregnancy,  indicates  the  level  of  AFP,  a substance  pro- 
duced by  the  fetus  and  passed  to  the  mother’s  blood.  High 
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No  cure...  yet 

Two-year-old  Samantha  Metcalf  was 
born  prematurely  and  diagnosed  with 
cerebral  palsy  around  her  first  birthday. 

Then,  a few  months  later,  Samantha's  pedi- 
atrician noticed  she  had  some  "caf^  au  lait 
spots"  (light,  coffee-colored  marks  on  the 
skin).  Samantha  was  seen  by  a geneticist 
and  at  18  months,  diagnosed  with 
neurofibromatosis  (NF),  a disease  that  caus- 
es tumors  to  grow  along  various  nerves  and 
sometimes  in  the  bones  and  under  the  skin. 

The  severity  of  NF  varies  widely — ^from 
almost  unnoticeable  to  quite  disfiguring.  It 
can  also  lead  to  a numb^  of  medical  com- 
plications including  curvature  of  the  spine, 
enlarged  head,  blii^ness  and  neurobgical 
problems. 

"We  got  lots  of  information  from  our 

geneticist''  explains  Samantha^s  mother, 

Emily,  "At  first  the  picture  sourxled  bleak.  But  we  found  out  that  there's  a 
range  of  possibilities.  The  disease  may  amount  to  a few  large  spots  on  the 
skin— which  is  most  likely— or  it  may  becorrte  more  serious/' 

Samantha's  NF^  js  not  rdated  to  her  cerebral  palsy  or  prematurity.  It  was 
caused  either  by  a new  mutation  or  by  an  altered  gene  inherited  from  one 
of  her  parents,.  is  inherited  as  a domlha^nt  cornlitipn,  meaning  only  one 
gene  li^eds  to  be  altered  in  ord^  to  have  the  disease/So  If  one.parent  has 
NF,  each  pregnancy  has  a 50  perc^  cHahee  of  producirig  ai  child  with 
thedisease*.  •• 

DNA  feting  IS  ty>vv  possible  in  fTKJ^  f^rhilkis  V^  . 

.^who  results  pf  tiieiF  DNA  ttest^;say,  "We  wpuki  ^through 

ifeoatal  testing  if  deddecl  to  have  d seco^  child,  the  fclSt 

ton'ttell  hyw  severe  the  disease  will  be" -Ermly,  w^  she,  too;  . 

fern  oftfe  ackfe/"  I the 


Samantha  Metcalf,  22 
months,  tries  out  the  sikte 
at  a local  playground  with 
some  help  from  her  room, 
Emily 
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New  technology  an  option  for  some 


During  her  first  pregnancy,  Renee  Abshire, 
then  20,  and  her  husbarid  David,  24, 
never  gave  genetics  a passing  thought.  But 
when  their  daughter,  Maigon,  stopped  crawl- 
ing and  holding  her  bottle  at  seven  rrx)nths  of 
age,  they  began  to  worry.  Their  pediatrician 
told  them  Maigon  was  "just  getting  a little 
lazy." 

But  as  Maigon's  condition  worsened,  Renee 
and  David  became  increasingly  concerned. 
The  day  Maigon  had  39  seizures,  the  Abshires 
rushed  her  off  to  one  of  Louisiana's  top  med- 
ical centers,  where  doctors  took  a detailed 
genetic  history  and  ran  dozens  of  tests. 

Since  the  Abshires  are  of  Cajun  decent— 
Louisianians  descended  from  French-spiking 
immigrants  from  Acadia,  a region  of  eastern 
Canada— none  of  frie  specialists  they  consulted 
ever  mentioned  Tay-Sechs  disease,  which  had 
always  been  thought  to  occur  almost  exclu- 
sively in  Jews  of  eastern-  and  rniddle-European 
artcestry'.  Butwhen  a neuiplogi^  thought  he 


sawthechiacferiisti^  red  spckiii  the  centered 
Mai^'$eye;ltera^ 

■ told  her,  > w > 


(Above)  Proud  father 
David  Abehirohokfe 
newborn  daughter 
Brittany  Nicole  for  the 
first  tima  O^^igh^  11^ 
newfamRysHsfora  ; 
poriraA:  Renee  hoide.  :f  I 
one-week-old  Brilt^; 
whiieOawklhoidea 
picture  of  the  cpi^y : 
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was  available,  Renee  and  David  knew  they 
would  never  terminate  a pregnancy. 

But  five  years  later,  they  learned  about  a 
new  reproductive  technology — "pre-implan- 
tation diagPKDsis  " In  this  rrxxlified  version  of 
in-vitro  fertilization,  the  mother's  egg  is  fertil- 
ized by  the  father's  sperm  in  a petri  dish  in  a 
laboratory  and  allowed  to  grow  to  the  eight- 
cell stage.  Then  a single  cell 
is  removed  from  the 
embryo  arxi  can  be  tested 
for  a variety  of  diseases, 
including  Tay-Sachs.  If  the 
embryo  is  disease-free,  it  is 
placed  In  the  modier's 
uterus,  with  dxxjta  20  per- 
cent chance  of  subsequent 
pregnancy  and  live  birth. 

Despite  these  low  odds, 
the  Abshires  opted  to  try  the 
new  technique.  Reriee 
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levels  may  indicate  twins  or  that  the  due  date  has  been 
miscalculated  and  the  pregnancy  is  further  along.  But  it 
may  also  indicate,  among  other  things,  that  spina  bifida  is 
present  or  that  the  fetus  has  died.  Because  the  maternal 
serum  AFP  analysis  is  only  a screening  test,  amniocentesis 
and/or  ultrasound  are  generally  performed  to  clarify  the 
cause  of  elevated  AFP  levels. 

Low  AFP  levels  may  also  warrant  follow-up.  Recently,  doc- 
tors have  discoveied  that  women  who  have  given  birth  to 
children  with  Down  syndrome  have  very  low  AFP  levels.  So 
some  clinics  recommend  amniocentesis  and  chromosome 
analysis  if  tlie  AFP  level  is  unusually  low.  At  many  clinics, 
testing  for  the  levels  of  two  hormones,  estriol  and  human 
chorionic  gonadotropin  (HC(i),  has  been  added  to  the  AFI^ 
analysis.  liow  AFP  levels,  combined  with  high  HCG  and  low 
estriol  levels,  indicate  a higher  risk  of  Down  syndrome. 

• A7nniocentesiSf  a widcly-used  pixx*edure  usually  done 
between  weeks  15  and  18  of  a pregnancy,  provides  ck'ur 
results  99  pi'rcent.  of  tlie  time.  In  this  proc'edure,  nonually 
done  on  an  outpatient  basis,  a small  aiiiount  of  amniotic  fluid 
is  obtained  by  passing  a needle  thiough  the  abdomen  into  the 
uterus.  The  cells  in  this  fluid  are  analyze<l  for  chromosomal 
disorders,  and  Uie  fluid  is  analyzed  for  AFP  levels.  Addition^illy, 
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if  the  family  has  a history  of  a particular  genetic  disorder, 
amniotic  samples  can  be  tested  biochemically  or  by  DNA 
analysis. 

Amniocentesis  carries  a slight  risk  of  infection  as  well  as  a 
small  increase  in  miscarriage  rates.  Many  women  report  some 
pain  connected  to  the  procedure.  Women  older  than  34,  or 
couples  who  have  already  given  birth  to  a child  with  a chro- 
mosomal or  genetic  disorder  or  have  a family  history  of  such 
a disorder,  are  generally  offered  this  procedure.  Results  are 
available  in  two  to  three  weeks. 

• Gwiionw  villus  sampling  (CVS),  done  during  the  first 
trimester  of  pregnancy,  allows  doctors  to  diagnose  many  of 
the  same  conditions  as  amniocentesis,  but  earlier  in  the  preg- 
nancy. In  this  procedure,  done  on  an  outpatient  basis,  a sam- 
ple of  tire  placenta  is  obtained  by  passing  a plastic  tube 
through  the  vagina  and  into  the  uterus,  or  by  passing  a needle 
through  the  alxiomen  and  into  the  utenis.  CVS  carries  a high- 
er risk  of  miscarriage  than  amniocentesis;  also,  some  report/  . 
hav('  suggested  it  is  it'sponsiblo  for  a rare  limb  defect. 

Newborn  screening: 

Some  tyire  of  newborn  s(Teening  is  mandated  in  most  states. 
In  most,  babies  are  tested  for  metabolic’  disorders  such  as 
phenylketonuria  (PKU),  maple  symp  urine  disease, 
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Nestled  in  the  serene  beauty  of  western  Massachusetts' 

Berkshire  Hills,  Berkshire  Meadows'  carefully  designed 
fifteen-acre  campus  offers  a comprehensive,  integrated 
year-round  residential  program  for  children  and  adolescents  who 
are  severely  developmentally  delayed  and  may  be  multiply 
disabled. 


Like  other  children  all  over  the 
world,  residents  of  Berkshire 
Meadows  attend  “schooP  (our 
Learning  Center)  five  days  a week. 
Each  follow's  his  or  her  own  curricu- 
lum, designed  to  respond  to  individual 
needs:  physical  development,  cognitive 
development  (based  on  Piaget),  the  use 
of  basic  living  skills.  Our  program  for 
young  adults  also  includes  Applied 
Academics:  techniques  such  as  the  use 
of  money,  and  basic  computing.  And  as 
a corollary  to  the  Total  Communication 
techniques  we  apply  throughout  our 
program,  all  students  participate  in 
Augmentative  Communication 
training,  where  individual  methods  of 
communication  are  developed. 


The  young  people  live  in  spacious 
one-story  homes,  each  with  its  own 
lounge,  visiting  area  , kitchen,  dining 
room,  laundry  and  specially-equipped 
bathrooms.  Each  youngster  has  a 
bright,  attractive  bedroom,  and  is 
encouraged  to  keep  personal  pictures 
and  toys.  Here,  in  an  atmosphere  of 
nurturing  home  life,  each  resident 
learns  about  self-care  and  daily  living 
skills,  and  staff  accommodate  personal 
needs  with  respect  and  tenderness. 


Each  resident  of  Berkshire  Meadows 
follows  his  or  her  own  individual- 
ized physical  therapy  program.  We  take 
full  advantage  of  all  the  tools  and 
techniques  that  research  and  modern 
technology  have  provided  to  ease  pain, 
relax  muscles,  develop  strength  and 
expand  movement,  including  extensive 
hydrotherapy.  Specialists  in  the  fields  of 
psychiatry  and  psychology  work  with 
the  young  people  to  promote  emotional 
and  mental  well-being.  Round-the-clock 
nursing  coverage  ensures  that  each 
child's  physical  needs  are  constantly  and 
consistently  monitoted. 
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Weekends  and  holidays  are  for  fun. 

We  take  full  advantage  of  the 
loveliness  of  our  natural  surroundings, 
and  of  the  receptive  friendliness  and 
extensive  activities  of  local 
communities. 


Our  intent  is  to  help  "our" 

young  people  to  become  more 
independent,  more  self- 
sufficient  and  empowered.  For  their 
families  we  strive  to  offer  education, 
encouragement  and  support.  We  believe 
that  with  thoughtful,  cohesive  integra- 
tion of  specialized  education  and 
physical  care,  and  family  and  commu- 
nity support,  each  child  has  the 
opportunity  to  achieve  his  or  her 
maximum  potential,  and,  most 
importantly,  to  experience  satisfaction 
and  joy. 


Berkshire  Meadows 
Gail  Charpentier,  Exec.  Dir. 
249  North  Plain  Road 
Hoiisatonic,  MA  01236 
_ (413)  528-2523 
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H^pcystinuria  and  g^ctosemia  Some  states  also  test 
fo1r«ickle  cell  dfe^s^  toxoplasmosis  and  endocrine  dis- 
ord^  Wdt  as  hypothyroidism  and  congenital  adrenal 
hypc^la^  Sciwning  for  these  disorders  involves  blood 
and/or  urine  analyses  that  can  be  done  during  the  first 
few  days  of  life.  If  a disorder  is  detected,  treatment  can 
be  started  immediately,  and  in  some  cases,  physical  or 
cognitive  disabilities  may  be  prevented. 

Newborns  can  also  be  screened  for  hearing  impair- 
ment using  the  brainstem  auditory  evoked  response 
(BAER)  test,  which  measures  the  brain’s  response  to 
sound.  Such  testing  is  now  mandated  in  several  states. 


If  a {problem  is  suspected: 

Odier  tests  that  can  be  performed  on  newborns  or 
older  infants  and  children  are  not  done  routinely; 
ratlter,  they  are  performed  only  if  the  child  is  suspected 
to  have  a specific  condition.  For  example,  children  sus- 
pected of  having  a chromosomal  abnormality  such  as 
Down  syndrome,  Bimer  syndrome,  Klinefelter  ^drome  or 
others,  can  be  diagnosed  through  chromosome  analysis.  This 
analysis  can  be  done  with  a blood  sample  from  the  infant, 
which  requires  three  to  four  days  of  cell  growth  in  the  lab,  or 
with  skin  or  other  tissue  samples,  which  require  several  weeks 
of  cell  growth.  The  analysis  is  done  by  examining  stained  ceUs 


Dealing  with  a lethal  diagnosis 

After  many  years  of  infertility,  Andrea  and  Peter  Hart*  became  the 

proud  and  happy  parents  of  a six-month-old  adopted  son.  Then,  unex- 
pect^Iy,  39-year-oId  Andrea  became  pregnant.  Her  pregnancy  progressed 
normally  until  week  20,  when  she  went  for  what  she  thought  would  be  a 
routine  ultrasound. 

But  nothing  turned  out  to  be  routine.  Andrea  and  Peter's  child  was  diag- 
nosed with  thanatophoric  dysplasia,  a growth  disorder  occurring  once  in 
about  10,000  pregnancies.  The  Harts  consulted  a genetic  counselor  to 
learn  about  the  rare  condition.  Andrea  explains,  "We  knew  we  could  live 
with  all  kirKis  of  disabilities,  but  these  are  the  words  that  stuck  in  our 
minds:  'Your  baby's  condition  is  uniformly  lethal.'  So  we  made  one  of  the 
most  difficult  decisions  of  our  lives — ^to  terminate  the  pregnancy." 
Throughout  the  emotionally  and  physically  painful  process,  their  genetic 
counselor  was  by  their  side,  providing  support  and  reassurance  and  help- 
ing them  through  their  grief. 

Afterwards,  Andrea  and  Peter  found  a support  group  for  people  who 
have  terminated  a pregnancy  after  a prenatal  diagnosis.  "This  is  not  the 
kind  of  thing  people  talk  about  openly  or  casually,"  says  Andrea.  "So  you 
may  never  meet  anybody  else  who  has  gone  through  a similar  experience 
unless  you  join  a group  like  this.  It  really  helps  to  talk  and  listen  to  others." 

* N«imes  have  been  changed. 


imder  a microscope  to  look  for  extra,  deleted,  inverted  or 
traaslocated  chromosomes. 

Screening  for  rarer  types  of  metabolic  disorders — such  as 
the  mucopolysaccharidoses  or  Tay-Sachs  disease — Ls  not  done 
routinely  at  birth,  but  can  be  performed  any  time  a problem  is 
suspected.  Testing  for  these  en^one  deficiencies  involves  the 


Crystal  Springs  School 

A PROGRAM  OF  THE 

INSTITUTE  FOR  DEVELOPMENTAL  DISABILTIES,  INC. 


Providing  quality  residentici.;,  special  education  and  treat- 
ment services  in  a professionally  caring,  homelike  environment 

since  1953. 

• 30  acre  campus  in  Southeast  Massachusetts,  close  to 
Boston,  Cape  Cod,  Providence  and  Newport,  R.l. 

• Programs  for  severely  and  profoundly  multiply  handi- 
capped children  and  young  adults  from  birth  - 22,  including 
those  young  people  characterized  as  medically  fragile. 

• 365  day  programs  providing  24  hour  nursing  availability. 

• Licensed  by  the  Massachusetts  Office  for  Children. 

• Approved  by  the  Massachusetts  Department  of  Education. 

• Member  of  the  Massachusetts  Association  of  Approved 
Private  Schools. 

For  information,  Please  Call: 

Admissions  Coordinator 

1-800-840-8087  (508)  644-3101 
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No  One  To  Play  With 

The  Social  Side  Of  Learning  Disasilities 

Betty  B.  Osman  with  Henriette  Blinder 

Failing  a spelling  test  is  only  one  of  c learning  disabled 
child's  many  problems.  Often  haviai  "no  one  to  play 
with"  can  be  more  troubling  and  anxiety-producing  than  any 
classroom  difficulty.  This  book  offers  parents  and  teachers 
compassionate  insight  into  the  special  needs  of  a child  with 
learning  disabilities  and  gives  detailed  information  about 
where  to  find  support.  6x9joftcover,  I70pp.m7-s  Sio.oo 

The  Tuned-In,  Turned-On  Book 

About  Learning  Problems  - Revised  Edition 

/n  this  self-help  guide  written  for  adolescents  and  teens, 
author  Marnell  Hayes,  EdD  takes  a practical  approach 
to  helping  k«ds  capitalize  on  their  individual  learning  style. 
The  content  of  the  new  edition  includes  new  study  tips,  a 
new  glossary,  and  more  'homework'  for  parents  and  teach- 
ers to  help  them  understand  what  a child  with  learning  diffi- 
culties needs  them  to  know.  6x9  softcover,  163pp.  #09O-f  Sio.oo 


Academic  T herapy  Publicationts  ; • 

20  CommercialBLvo;  • NovATOfCA  94949 1-{800)  422-7249 
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analysis  of  blood  and/or  urine  samples. 

An  infant  suspected  of  having  cy  otic  fibrosis  may  be  given  a 
sweat  test,  which  measures  the  level  of  sodium  chloride  in  a 
child’s  perspiration.  A high  level  most  often  indicates  that  the 
disease  is  present 

Many  other  tests  are  available  for  diagnosing  neurological  dis- 
orders. These  include  various  types  of  brain  ”scans”  such  as  the 
electroencephalogram  (EEG),  which  records  the  brain’s  electric 
c*al  impulses;  computerized  axial  tomography  (CAT  or  CT 
scans)  and  magnetic  resonance  imaging  (MRI),  both  of  which 
can  provide  cross-sectional  images  of  the  brain’s  structures;  and 
positron  emission  tomogiaphy  (PET  scans),  which  can  be  used 
to  study  the  metabolic  and  chemical  activity  of  the  brain. 

Most  medical  pwfessionals  would  agi'ee  that  the  ^typical 
pi'egnancy'"  is  fast  becoming  a thing  of  the  past.  As  a result., 
families  are  ofteii  faced  with  decisions  for  which  they  are 
unprepared.  As  nunv  and  more  families  face  the  difficult 
decisions  aeated  by  jnvgiessivdy  more  sophisticated  med- 
ical testing,  the  role  of  the  genetic  counselor  may  become 
incrvasingly  irnporiant.  One  cminselor^ put  it  this  way:  ''If  I 

icon  prvmde  a greater'  level  of  ccrrnfori  to  people  who  need  it, 
help  them  become  better  able  to  cope  and  give  them  enough 
accurate  inj'ormation  to  rnakc^.  decisions  about  their  children 
or' future  ckildr'en,  then  I am  doing  rny  job.  ” EP 

Naomi  Angoff  Chedd  is  a member  of  ExcsmoNAL  PARENfs 
editorial  staff. 


LIVING  AND  LEARNING 
IN  THE  COMMUNITY 


With  Its  unique  nuxlel,  The  Evergreen  Center  has  a history  of  successfully 
transitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community  settings  traveling  to  and  from 
schml  each  day  through  the  Blackstone  Valley  (MA)  countiyside.  With 
trained  professionals,  they  learn  basic  skills  in  the  classr(Xim,  in  the 
community  and  in  their  residence. 

Students  receive  vtvational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  behavior  development  programs,  medical 
and  family  .serv'ices,  and  physical,  speech,  or  (Kcupational  therapy. 

Our  Students*  Challenges 

• Autism  • Hearing/Sight  Impainnent 

• Mental  Retardation  • Severe  Maladaptive  Behav'ior 

• Physical  Disability 

The  Evergreen  Center  is  a licensed,  private,  non  profit  residential  school 
offering  students  and  their  families  from  across  the  country  and  abroad 
residential  programming  12  months  a year.  For  more  information  call  or 
wTite  Robert  F.  Littleton,  Jr.,  Executive  Director. 


EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
1-508-478-5597 
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Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

• Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

• Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked! 

Can  operate  while  in  water! 

• Multi-directional! 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

• Battery  operated  & no  maintenance! 

Batteries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 
Barrier  Free  Lifts,  Inc. 

P.O.  Box  4163  • Manassas,  VA  221 10 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 
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Irene  Polling  author  of  Taking 
Charge:  Overcoming  the 
Challenges  of  Long-Term 
iLLNESSf  is  a parent  and  psy- 
chiatric social  ^vorker,  In  deal- 
ing tvith  her  children's  ill- 
nesses^ PoUin  became  aware 
that  professicrials  receive 
scant  training  to  help  indi- 
viduals and  families  cope  withhong- 
tenn  ^ects  of  chronic  illness  or  dis- 
ability. Neither  mental  health  nor 
medical  specialists  provided  the 
support  she  and  her  husband  needed. 
After  the  less  of  two  of  her  oum 
children^  Pollin  returned  to  school 
for  training  as  a psychiatric  social 
worker. 

Although  Taking  Charge: 
Overcoming  the  Challenges  of 
Long-Term  Illness  ivas  written 
specifically  for  individvals  with 
long-tenn  Ulnessesy  every  chaptet'  is 
filled  with  potvefful  irforrnation  and 
helpful  support  for  parents  and  othei* 
family  members.  Taking  Charge  is 
available  from  Except-ional  Paient 
Library  (800/5S5-1910).  The  follow- 
ing is  an  excerpt 

Mastering  Your  Fear 
of  Expressing  Anger 

Anger  is  often  difficult  to  recognize 
and  acknowledge  in  oneself.  You  pay 
dearly  when  you  cover  your  anger, 
tiying  to  appear  cool  and  controlled 
when  you’re  not 

I know  this  from  personal  experi- 
I ence.  I had  no  idea  how  much  ariger 
I had  affected  my  life — I didn’t  even 
I know  that  I was  angiy.  Some  of  my 
i friends  recognized  it  in  me,  but 
1 when  one  of  my  confidants  men- 

tioned that  she  thought  1 must  be 
pretty  enraged  at  what  had  hap- 
pened to  my  family,  I reacted  as  if 
she  were  crazy.  “How  dare  she  think 
I’m  angry,”  I thought.  “I’m  upset  and 
j imhappy  because  of  my  children’s 

i deaths,  but  angry?  Never.” 

Of  course,  I sometimes  felt  that 


my  life  was  over — had  put  so 
much  of  it  into  my  futile 
attempts  at  saving  my  sick 
youngsters.  And  certainly,  I 
had  asked  myself  repeatedly 
why  two  innocent  children 
had  to  be  bom  with  such  seri- 
ous illnesses  and  had  to  suffer 
so.  I wondered  why  all  of  my 
friends  seemed  to  be  able  to  give 
birth  to  one  healthy  baby  after  anoth- 
er, while  two  of  my  three  biological 
children  were  so  terribly  sick.  I ques- 
tioned if  there  was  ar^thing  I had 
done  to  cause  my  children’s  pain,  for 
I was  certain  that  they  had  no 
responsibility  in  it  These  concerns 
plagued  me  for  years,  yet  I never 
recognized  that  I was  angry... 

Without  working 

THROUGH  MY  ANGER, 

I COULD  NEVER  RESOLVE  MY 

GRIER  Once  I faced  these 

FEELINGS,  I COULD  REGAIN 
CONTROL  OF  MY  UFE. 

Indeed,  I realized  that  sometimes  I 
was  impatient  and  short  with  my 
family...  In  addition,  I felt  deeply 
disappointed  in  close  family  and 
friends  who  seemed  to  misunder- 
stand me.  I used  to  ask  myself, 
“Don’t  they  know  how  terrible  I 
feel?  Can’t  they  read  me?”  On  many 
occasions,  I sat  in  one  room  feeling 
as  if  my  world  had  fallen  apart, 
while  my  husband  and  surviving 
children  laughed  at  a TV  sitcom  or 
cheered  a sporting. event  in  an 
a<ljoining  room.  If,  in  my  state  of 
upset,  I came  out  to  talk  to  them 
about  my  feelings,  they  gave  me 
strange  looks  rather  than  sympathy 
or  support.  I needed  their  love  and 
understanding,  but  felt,  instead, 


isolated,  insecure  and  “crfizy...” 
My  family. . . must  have  felt  that  I 
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had  changed.  I knew  I hadn’t  Inside, 

I was  still  the  same  person,  but  I was 
hurting  so  much  that  I had  no  way  to 
e3q>ress  it 

Moreover,  my  attempts  at  hiding 
my  rage  and  pain  made  outsiders 
believe  that  I was  cold  and 
detached. . . In  truth,  I appeared  calm 
because  I was  on  timKjuilizeis. . . 
doctor’s  idea,  of  course,  was  to  get 
me  throu^  this  difficult  period,  but 
in  fact  (as  I realized  later)  the  med- 
ication delayed  my  undergoing  a 
process  that  was  vital  to  my 
recovery. 

Without  working  throu^  my  anger, 

I could  never  resolve  my  grief.  Once  I 
faced  these  feelings,  I could  regain 
control  of  my  life... 

Use  words  to  express 
your  feelings 

Anger  can  be  understood,  tolerated 
and  discussed-  For  example,  begin  by 
e^laining  why  it’s  so  important  for 
you  to  express  your  anger.  Ask  for 
indulgence  and  help.  Tbll  your  family 
that  it  feels  awkward  for  you  to  be 
angi3\  but  you  know  that  you  must  be. 
You  can  even  e^lain  that  you’re  not 
exactly  sure  viiy  you  feel  this  W2y, 
but  you’d  like  their  forbearance  as  you 
go  through  this  difficult  process. 

You  can  also  explain  to  your  loved 
ones  that  all  you  want  is  an  ear.  You 
don’t  need  them  to  solve  your  prob- 
lems— ^they  may  be  unable  to,  any- 
way. But  their  listening  will  give  you 
a chance  to  release  some  of  your 
pent-up  feelings.  It’s  something  posi- 
tive they  can  do  for  you. 

In  your  discussion,  simple  e3q>res- 
sions  like  “I  feel  so  frustrated!”  or 
“Sometimes  I feel  sony  for  myself!” 
or  “I’m  just  enraged!”  help  to  break 
the  ice  without  explosive  outbursts 
that  can  be  dangerous  to  you.  You  are 
describing  how  you  feel  without 
blaming  anyone.  And  your  loved  ones 
will  respond,  but  witliout  an  aigu- 
ment  They  won’t  feel  attacked  or 


need  to  defend  themselves.  After  you 
have  e^qpressed  your  anger,  its  intensi- 
ty will  have  diminished  and  you  will 
regain  a sense  of  control 

Anger  dumped 

INDISCRIMINATELY  MAY  BRING 

TEMPORARY  RELIEF  BUT  CAN 
PERMANENTLY  DAMAGE 

RELATIONSHIPS  YOU  REALLY 
CARE  ABOUT. 

Be  careful  when  you  speak  that  you 
don't  say  things  that  can  never  be 
retracted  or  forgiven. . . Use  “F  state- 
ments about  your  feelings  (such  as  “I 
feel  hurt  when  you  don't  call.")  rather 
than  “you"  statements  (such  as  “How 
dare  you  not  call!”).  Your  fidends  and 
family  will  experience  the  latter  as  a 
form  of  verbal  aggression  and  will 
become  defensive.  Anger  dumped 
indiscriinmately  may  bring  tempoi-ary 
relief  but  can  permanently  damage 
relationships  you  really  care  about  “F 
statements  will  gamer  a more  positive 
response... 

Finally,  observe  if  your  words  and 
actions  are  in  sync  with  your  feelings. 
If  you  watch  yourself,  you  may  dis- 
cover that  you  are  one  of  those  indi- 
viduals (like  me)  who  hide  their  true 
feelings.  I learned  that  people  often 
misread  me  because  I continued  to 
smile,  even  when  I spoke  of  painful 
subjects.  How  could  others  know  that 
I was  hurting  when  my  demeanor 
gave  them  a different  message?  While 
you  may  think  that  you  are  expressing 
how  you  feel,  you  may  be  conveying 
mixed  messages.  Make  sure  that 
those  with  whom  you  communicate 
fiiUy  understand  you.  KP 

Repainted  ivWi  pennissiwi  of 
Thaes  Books,  a division  of  Ramiom 
House,  hia,fiom  Taking  Charge,  © 
199^  by  Irene  PoUin. 


You  can  see  the  delight  in  Rebecca’s  eyes.  When  she 
answers  a math  question  in  her  fifth-grade  classroom. ..or 
creates  art  to  hang  in  the  halls  of  her  school. ..or  sings  with 
the  choir  in  a program  at  City  Hall. ..she  enjoys  discovering 
her  world. 

Rebecca  was  eight  when  she  arrived  at  Heartspring.  She 
was  unable  to  express  herself.. .uncontrollable  in  her 
home. ..and  uncooperative  with  her  teachers.  She  was  mak- 
ing no  progress  in  a regular  classroom,  but  her  parents  were 
reluctant  to  see  their  daughter  assigned  to  one-to-one  pro- 
gramming. Today,  thanks  to  a program  designed  to  meet 
this  special  child’s  needs,  Rebecca  is  a happier  little  girl. 

At  Heartspring,  a caring  team  of  specialists  take  the  time 
to  discover  each  child.  Together  with  the  parents,  they 
develop  an  individual  education  plan  (lEP)  to  fit  the  child’s 
needs. 

For  some,  the  program  involves  integration  in  a regular 
classroom.  For  others,  the  answer  is  self-contained  pro- 
gramming. And,  for  some  — as  is  the  case  with  Rebecca  — 
the  best  program  is  a combination  of  the  two.  Our  goal  is  to 
provide  services  that  help  each  child  return  home  as  soon 
as  possible. 

If  wc  can  help  your  child  discover  the  world,  call  us. 


2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219-4699 
1-800-835-1043 
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Photo  couricjiy  of  Ric  Wolford  and  Madeline  McCullough 


At  V(K)rhooN  IVdiatric  Facility  \vc  provide  (.omprehonsiNe  and  progressive 
sulxicuie  health  care  for  medically  fragile  children  ages  birth  to  21  years. 

Here’s  why  V<K)rhees  Pediatric  Facility  is  the  right  choice: 

• An  alternative  to  acute  care  hospitalization  — uitb  dramatic 
cost  savings 

• Largest  pediatric  ventilator  unit  in  llte  country  (including  pressure  vents) 

• Strong  medical  and  rehabilitative  interdisciplinary  team  approach 

• In-house  developmental  pediatrician  and  medical  resident  program 

• Ikxird  certified  pediatric  pulmonologists 

• Affiliated  with  St.  Christopher’s  I iospital  for  Children  and 
CtKiper  Hospital’s  Child  Development  Center 

• Respite  care  available  at  our  105-lx?d  facility  . 

• Future  programs  - Pediatric  specialized  medical  day  and  home 
health  care 

• Caring  for  childn*n  from  the  Mid- Atlantic  states  19S2 
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Focilit 


Carl  1‘nderland,  Administrator 
130 1 Uiurel  Oak  Road  • \ oorhees.  New  Jersey  08043-4392 
(609)  ,^46-A^(X)  • FAX  (609)  4J5-422J 
Broch>.»re  or  video  a\  ailable  upoi>  re(.|uest. 

** Accreditation  with  Conunendation” 

JoiiK  t;ommi.*vsum  on  .^ccrctlilaiion  of  Hospital  Organiz;ili(>i)s 
Momix'r:  National  .Association  of  CJiildrcn's  Hospitals  and  Relatotl  Institutions 
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THE  WATER  WALKER 


Prone  or  supine  support. 
Contour  lines  that  allow 
use  of  anns  and  legs. 
Straps  to  secure  person 
on  float. 

Pillow  for  head  support. 

S.M.L 


Improves  coordination, 
postural  control  and 
muscle  tone. 

Provides  independence. 
Secured  in  center  with 
belt  or  seat. 

Trade-in  policy. 

S,M.L 

Covered  by  most 
insurance  companies. 


AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  East  B Avenue 
Plainwell,  MI  49080 
(616)  349-9049 
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A SPECIAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS! 

This  Reply  (^td  enables  yoti  to  receive  FREE  information  about 
and  services  seen  in  Exceptional  Parent. 

How  to  use  this  service: 

1.  Locate  the  number  at  the  bottom  of  each  ad  or  refer  to  the  Directav  of  Advertisers. 

2.  Ofcle  the  numbers  on  the  Reply  Card  that  correspond  to  the  cornpanies  or  products  about  which 
you  wcMild  like  to  receive  free  literature. 

3.  Fill  in  your  name  and  address  on  the  card  and  mail  the  postage-paxl  card  You  will  receive  free 
literature  from  each  company  for  which  you  circled  a number. 

4.  I!  both  Reply  Cards  have  been  renKW'ed  from  this  issue,  just  call  or  wide  to  the  companies  directly 
Be  sure  to  tell  them  you  saw  their  ad  in  Exceptional  Parent! 
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□ Michael,  Robert  J.-THE  EDUCATOR'S  GUIDE  TO 
STUDENTS  WITH  EPILEPSY.  '95, 184  pp.  (7  x 10), 
5 il. 


□ Holzberg,  Robert  & Sara  Walsh-Burton— THE  PA- 
RENTAL VOICE:  Problems  Faced  by  Parents  With 
I a Handicapped  Child.  '95, 160  pp.  (7  x 10). 

Most  ail  work  in  special  education  is  focused  on 
the  child,  his  development  status,  his  needs,  his 
psychology,  and  the  methodology  required  to  edu- 
cate him  and  develop  in  him  the  skills  of  inde- 
pendent living  to  the  greatest  degree  possible. 
While  the  emphasis  on  the  child  is  certainly  re- 
quired, in  all  the  effort  expended,  parents  have 
received  very  little  attention.  What  happens  to 
parents  when  their  child  is  born  with  a severe 
handicap?  What  is  the  effect  upon  the  marriage? 
How  do  parents  deal  with  the  emotional,  social, 
and  financial  problems  presented?  How  do  they 
find  services?  What  happens  when  services  are  far 
away  or  not  even  available?  How  does  a severe 
handicap  change  parents  and  their  attitudes  to- 
ward their  own  child,  toward  the  medical  pro- 
fession, and  toward  governmental  authorities?  This 
book  attempts  to  answer  these  questions  through 
the  voices  of  parents  themselves  to  give  the  reader, 
a better  understanding  of  the  coping  process. 
Parents  from  differing  backgrounds  and  cultures 
present  their  personal  accounts  of  how  they  dealt 
I with  their  handicapped  child  frorr.  birth  through 

adulthood.  After  each  story  there  is  an  interpre- 
tation and  commentary  by  an  authority  in  the  field 
of  special  education.  The  distinctive  nature  of  this 
book  is  not  to  draw  particular  conclusions  but  to 
give  the  reader  a view  into  the  lives  of  a group 
of  parents  who  have  had  to  deal  with  some  of  the 
most  difficult  problems  a parent  can  face  and  how 
they  found  the  inner  resources  to  cope. 

□ Hargis,  Charles  H.- CURRICULUM  BASED  ASSESS- 
MENT: A Primer.  (2nd  Ed.)  '95, 190  pp.  (7  x 10), 
paper.  f3i.95. 

□ Love,  Harold  D.  & Freddie  W.  Litton— TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x 10),  8 il.,  23  tables, 
$51.95.  $30.95.  paper. 

□ Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
& Cynthia  Branson-THE  STUDENT  WITH  A GE- 
NETIC DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  llietapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X 10),  32  il.,  8 tables, 
$75.95.  $39.95,  paper. 

□ Cipani,  Ennio-A  GUIDE  TO  DEVELOPING 
LANGUAGE  COMPETENCE  IN  PRESCHOOL  CHIL- 
DREN WITH  SEVERE  AND  MODERATE  HANDI- 
CAPS. '91,  268  pp.  (7  X 10),  6 il.,  22  tables, 
$54.95.  $32.95.  paper. 

□ Tuttle,  Dean  W.- SELF-ESTEEM  AND  AD)UST1NG 
WITH  BLINDNESS:  The  Process  of  Responding  to 
LiWs  Demands-  '84,  336  pp.,  13  il.,  $46.95. 

$39.95.  paper. 


□ Ciblin,  Nan  ).  & Barbara  A.  Bales  — FINDING  HELP: 

A Reference  Guide  for  Personal  Concerns.  '95,  224 
pp.  (7  >.10),  $49.95,  cloth,  $29.95,  paper. 

□ Wodarski,  Lois  A.  & lohn  S.  Wodarski.— ADOLES- 
CENT SEXUALITY:  A Comprehensive  Peer/Parent 
Curriculum.  '95,  168  pp.  (7  x 10),  3 il.,  $43.95, 
cloth,  $29.95,  paper. 

□ Sprandel,  Hazel  Z.-THE  PSYCHOEDUCATIONAL 
USE  AND  INTERPRETATION  OF  THE  WECHSLER 
ADULT  INTELLIGENCE  SCALE -REVISED.  (2nd  Ed.) 

'95,  238  pp.  (7  X 10),  $'',3.95,  cloth,  $33.95,  paper. 

□ Camerer,  M.  C -A  PARENT'S  GUIDE  TO  COPING 
WITH  ADOLESCENT  FRIENDSHIPS:  The  Three  Mus- 
keteer Phencmienon.  '94,  174  pp.  (7  x 10),  1 il., 
$29.95,  cloth,  $15.95,  paper. 

□ Anderson,  Frances  E.-ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  284  pp.  {bV4  X 9)4),  100  il..  14 
tables,  $44.95.  $39.95,  paper. 

□ Fadely,  lack  L.  & Virginia  N.  Hosier— ATTENTIONAL 
DEFICIT  DISORDER  IN  CHILDREN  AND  ADOLES- 
CENTS. '92,  292  pp.  (7  X 10),  $51.95.  $30.95.  paper. 

□ Anderson,  Frances  E.— ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (bV*  x 9)4). 
113  il.,  19  tables,  $61.95.  $39.95.  paper. 

□ Trief,  Ellen -WORKING  WITH  VISUALIY  IMPAIRED 
YOUNG  STUDENTS:  A Curriculum  Guide  for 
Birth-3  Year  Olds.  '92,  230  pp.  (7  x 10),  3 il., 
$43.95.  $36.95.  paper. 

□ Lombana,  Judy  H. -GUIDANCE  FOR  STUDENTS 
WITH  DISABILITIES,  2nd  Ed.  '92, 198  pp.  (7  x 10), 
1 table,  $47.95.  $^.95.  paper. 

□ Jones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x 10), 
$39.95.  $24.95.  paper. 

□ Hughes,  Barry  K.-PARENTING  A CHILD  WITH 
TRAUMATIC  BRAIN  INJURY.  '90,  111  pp.  (7  x 10), 
3 il.,  $29.95.  $15.95.  paper. 

□ Harley,  Randall  K.,  Mila  B.  Truan  & LaRhea  D. 

Sanford-COMMUNICATION  SKILLS  FOR  VISU- 
ALLY IMPAIRED  LEARNERS.  '88,  356  pp.  (6)4  x 
9)4),  41  H.,  $55.95.  $3395.  paper. 

□ Thompson,  Richard  H.  & Gene  Stanford— CHILD 
LIFE  IN  HOSPITALS:  Theory  and  Practice.  '81, 
286  pp.,  1 table,  $38.95,  spiral  (paper). 


Write,  call  (for  Visa  or  MasterCard)  7-800-258-8980  or  1-2 17-789-8980  or  FAX  (217)  789-91.10 
Books  sent  on  approval  • Complete  catalog  sent  on  request  • Prices  subject  to  change  without  notice 


?6o6  South  First  Street  Springfield  • Illinois  • 62794-9265 


Clrekitas 


o'  » 


■itiiMiifilililiilil 


by  David  Hirsch,  M.D. 


“Burping”  Through  G-Button 


QMy  daughter  had  a Nissen  fiindo- 
plication  at  the  age  of  nine 
months  and  had  a gastrostomy  tube 
(g-tube)  placed  at  the  same  time.  The 
swallowing  disorder  that  necessitated 
the  g“tube  (a  button  has  since  been 
placed)  was  felt  to  be  caused  by  com- 
plications of  a craniofacial  condition. 
This  condition  was  corrected  by 
surgery  and  by  her  own  growth.  She 
is  now  five  years  old  and  is  able  to  eat 
and  druik  well.  We  do  not  use  the  gas- 
trostomy to  feed  her  anymore  and 
would  like  to  have  it  removed. 

Our  problem  is  that  the  Nissen 
worked  too  well,  and  she  is  unable  to 
burp.  Our  daughter’s  surgeon  feels  that 
the  opening  between  her  esophagus 
and  stomach  is  normal  for  her  age  and 
doesn’t  think  anything  else  can  be 
done.  But  because  she  cannot  release 
air  through  this  passage,  she  often 
becomes  uncomfortable  during  meals 
and  asks  us  to  vent  the  air  in  her  stom- 
ach through  her  gastrostomy  button. 
We  are  afraid  to  remove  her  button  at 
this  time  because  she  needs  it  to  burp, 
but  we  would  like  to  remove  it 
because  she  does  not  need  it  to  eat 
Will  she  need  to  keep  it  forever? 
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A Your  daughter  has  a problem 
we  typically  do  not  see.  In  fact, 
many  children  with  fimdoplications 
(a  surgical  procedure  where  the 
opening  between  the  lower  end  of 
the  esophagus  and  the  top  part  of 
the  stomach  is  narrowed  to  prevent 
stomach  contents  from  flowing  back- 
ward into  the  esophagus),  who  are 
not  yet  oral  feeders,  often  need  to 
have  the  fundoplications  re-done 
after  five  to  seven  years. 

Your  daughter  may  need  intermit- 
tent dilatation  of  the  valve  between 
her  esophagus  and  stomach — a pro- 
cedure in  which  tlie  sugeon  enlarges 
that  opening  by  stretching  it — even 
though  it  appears  to  be  **normal”  in 
size.  Also,  medications  to  relax  the 
sphincter  (valve)  between  her  esoph- 
agus and  stomach  may  be  helpful. 
Again,  however,  this  is  not  commonly 
done. 

Have  you  tried  using  some  of  the 
common  “gas”  luedicatioiTS  such  as 
simethicone?  This  medication  may 
help  to  break  down  some  of  the 
large  air  bubbles  in  your  daughters 
stomach  into  smaller  ones  that  are 
easier  to  pass.  Some  of  the  newer 
medications  that  increase  gastric  and 
intestinal  motility  (the  ability  of  the 
gastrointestinal  tract  to  propel 
digested  food  througli  quickly)  may 
also  be  useful. 

As  your  daughter  gets  older  and 
bigger  she  will  probably  “outgrow” 
this  problem.  But  until  you  see 
some  improvement  in  her  condi- 
tion— as  a result  of  trying  some  of 
these  suggestions  or  because  of  the 
passing  of  time — I believe  you 
should  leave  the  button  in  place,  as 
long  as  no  further  complications 
occur.  But  ask  your  daughter’s  sur- 
geon about  the  possibility  of  replac- 
ing the  existing  gastrostomy  button 
with  a smaller  one.  That  will  allow 
for  quicker  closure  of  the  opening  in 
her  stomach  when  you  are  finally 
able  to  remove  it.  EP 
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OR  A L C 1 E N E 

• V 


Because  Your  Dentist  Won’t  Fit 
in  the  Medicine  Cabinet 


v> 


# Toothbrushing  System 
Designed  by  Dentist 

# Automatically  positions 
bristles  beneath  the  gumline 
to  clean  and  massage  properly 

# Cleans  upper  and  lower  surface 
of  your  teeth  simultaneously  in 
under  60  seconds 

# Clinically  proven  to  remove 
plaque,  and  combat  tooth  decay 
and  gum  disease 

# Easy  to  use  for  all  ages 
CALL  TOLL-FREE  TO  ORDER 


Visa,  Me,  AmL'x',  Disf 


OFFER:  ORALGIEl^E*  $79.95 
plus  $5.00  S/K  Plus  FREE  Travel  Pouch 

*Oralgiene  unit  includes  2 Color  Coded 
Brush  Heads,  Battery-Pack, 
Recharger  and  Storage  Stand 
or  Semi  Oicclc  or  Monc^i  Order  to: 

ORALGIENE  USA  INC. 

42 1 N.  Rodeo  Drive  • Suite  1 5 U4 
Beverly  Hills,  CA  90210 

**CA  &.  NY  Rcskients  please  .idd  applicable  taxes. 
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Issues  and  Answers 

Books  and  Videos  About  Living  With  Seizures 


Issues  and  Answers:  A Guide 
for  Parents  of  Children  with 
Seizures,  Birth  to  Age  Six 

Comprehensive  guide  to  help  parents  of 
very  young  children  with  epilepsy 
understand  and  manage  their  child’s 
seizure  disorder. 

Answers  common  questions  about 
epilepsy  (seizure  types,  medical 
testing  and  treatment)  and 
addresses  family  relationships, 
parenting  skills  and  child  devel- 
opment. Information  about 
resources  and  questions  about 
child  care  are  discussed. 

(1993) 

Catalog  # 205GPB  $ 1 1 .66  EFA  Member 
105- Page  Guide  $12.95  Non-Member 

Issues  and  Answers:  A Guide 
for  Parents  of  Children  with 
Seizures,  Ages  Six  to  Twelve 

Comprehensive  guide  to  help  parents  of  children 
ages  6-12  understand  and  manage  their 
child’s  seizure  disorder. 

Answers  common  questions  about 
epilepsy  (seizure  types,  medical 
testing  and  treatment)  and  addresses 
parenting  skills  and  developmental 
stages  of  this  age  group.  Discusses 
how  to  help  your  child  succeed  in 
school  and  addresses  afterschool  care 
concerns.  Includes  list  of  resources  for 
parents.  (1993) 

Catalog  # 206GPS  $ 11 .66  EFA  Member 
102‘Page  Guide  $12.95  Non-Member 


Issues  and  Answers:  Exploring 
Your  Possibilities:  A Guide  for 
Teens  and  Young  Adults  with 
Epilepsy 

Comprehensive  guide  to  help  teens 
and  young  adults  with  epilepsy  lead  a 
full  and  healthy  life.  Answers  common 
questions  about  epilepsy  (seizure  types. 
diagnosis,  testing  and  treatment). 
Addresses  common  myths,  misconcep- 
tions. and  concerns  of  teens  and  young 
adults  (medication  side-effects,  drinking, 
drugs,  participation  in  sports,  driving  and 
having  children).  It  also  reviews  many  other 
areas  of  concern  (school,  behavior,  friends, 
social  pressure,  independence,  college  and 
work).  (1992) 

Catalog  # 1 65ITA  $ 1 1 .66  EFA  Member 

73- Page  Guide  S 1 2.95  Non-Member 

Issues  and  Answers:  A Guide 
for  Parents  of  Teens  and  Young 
Adults  with  Epilepsy 

This  guide  will  help  parents  understand  the 
special  concerns  of  their  teen  with  epilepsy. 
Provides  general  Information  about  seizure 
disorders  (causes,  testing,  and  medication),  and 
focuses  on  helping  young  people  with  epilepsy 
develop  a positive  attitude.  Information 
about  social  issues  (dating,  driving,  drinking, 
drugs  and  marriage)  are  addressed  and 
practical  suggestions  for  helping  young  people  with 
epilepsy  adjust  to  and  cope  with  the  disorder  are 
also  included.  (1992) 

Catalog#  I64IAP  $1 1.66  EFA  Member 

1 10-Page  Guide  $12.95  Non-Member 


The  Teacher’s 
Role,  A Guide 
for  School 
Personnel 

Tips  on  recognizing 
seizures  and  handling  a 
seizure  in  the  class- 
room are  reviewed. 

Additionally,  provides 
guidance  on  how  to 
help, other  children 
understand  epilepsy  and  how 
epilepsy  may  affect  school  performance  and 
behavior.  (1986) 

Catalog  # 074TTR  68C  EFA  Member 

14 -Page  Pamphlet  75C  Non-Member 


^ FREEl  ^ 
^Wilh  order!^ 

Spider 

Man  Battles  the  Myth 
Monster 

Let  Spider-Man  help  you  battle  the  Myth 
Monster! 

Spider-Man  helps  bring  truth  and  justice  to 
the  lives  of  three  children  with  hidden  health 
conditions:  epilepsy,  asthma  and  diabetes. 
This  comic  book  is  an  excellent  resource  for 
anyone  working  with  children,  it  encourages 
acceptance  and  understanding  among  all 
children.  Ages8-ll.  (199i) 

16-Pagc  Comic  Book 


Mail  to:  Epilepsy  Foundation  of  America,  Attn:  Catalog  Sales  Department.  4351  Garden  City  Drive,  Landover,  MD  20785 


Order  by  phone 
or  mail  today! 

CREDIT  CARD 
ORDERS  ONLY 

301-577-0100 

Monday-Friday 
(9  a.m.-5  p.m.  HST) 

FAX  YOUR  ORDER 

301-577-9056 

o 
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catalog  no 

TITLE 

QTY. 

PRICE 

TOTAL 

Name 

Company 

004CAT 

EFA  CATALOG 

1 

FREE 

0.00 

129SMM 

SPIDER  MAN 

1 

FREE 

0.00 

Address  (No  RO.  Boxes  Please) 

CIty/State/Zip 

Phorie^^  - 

EFA  Membership  # 

Please  check  method  of  payment; 

J Check  enclosed. 

J VISA  J AmExp.  J MC  Exp.  Date  

Card#  ... 

Signature  

. ti  SUBTOTAL 

Shipping  At  Htndllng 

$ Amount  of  Order  S&H  5*,  JAX  (Maryland  Only) 

Under  $5.00  $1.00 

$5  00-$9  99  $2  00  SHIPPING  & HANDLING 

$10.00$24.99  $4  00 

$2599$59  99  $600 

$60.00  $99.99  $600 

$100  00»  atx)vo  10^0  of  total  purchase  price 
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HEALTH 


by  Richard  Epstein 

The  Usual  and  Customary  Rate 

QMy  son  Is  a bright  five-yeai'-old  ] and  customary  amount?”  How  would 

uith  spastic  quadriplegic  cerebral  I handle  a scenario  in  which  I find  an 

appropriate  whe^elchaii'  for  $23,000, 


< My  son  Is  a bright  five-yeai'-old 
Juith  spastic  quadriplegic  cerebral 
pa%.  He  has  had  a manual  wheelchair 
since  he  was  two. 

It  is  very  tiring  for  my  son  to  mo\'(' 
himself  from  one  loc-ation  to  another, 
so  usually  we  push  him.  I have  been 
coasidering  a power  wheelchair  to 
give  him  more  independence. 

He’s  now  covered  uirder  a compre- 
hensive m^or  medical  plan.  I know 
they  provide  covei’age  for  durable 
medical  equipment,  and  I know  what 
to  do  to  convince  lire  insurance  com- 
pany of  the  medical  irecessity  of  a 
power  wheelchair. 

My  concern  is  the  insurance  com- 
pany’s use  of  the  phrase  “usual  and 
customary  amount.”  A power  wheel- 
chair is  expensive,  and  the  amount 
the  insurance  policy  v\ill  pay  may  be 
much  lower  than  its  actual  cost. 

What  recoiuse  do  I have  if  my 
insurance  company  detennines  that 
I our  claim  is  great  er  than  the  “usual 

The  Arc  Plan  and  the  COBRA  Law 

Recently,  IVe  received  a number  of  letters  from  readers 
asking  about  the  availability  of  health  insurance  tor 
children  with  disabilities.  Several  letters  ask  specifically  for 
information  about  The  Arc's  new  major  medical  plan; 
others  just  request  information  about  any  health  insurance 
plan  that  might  consider  insuring  a child  with  a disability. 

In  some  cases,  The  Arc's  new  health  insurance  plan 
may  provide  a solution.  The  Arc  plan,  however,  is  only 
available  to  Arc  members  and  members  of  their  families, 
ages  10  to  65.  In  addition,  while  the  plan  does  not  auto- 
matically exclude  children  with  disabilities,  there  is  no 
guarantee  of  acceptance;  each  applicant's  medical  history 
and  insurability  is  evaluateci  individually.  For  information 
about  The  Arc  Group  Major  Medical  Insurance  Plan, 
contact  the  Albert  H.  Wohlers  Company,  1440  N.  North 
West  Hwy.,  Park  Ridge,  IL  60068-1400;  (800)  323-2106. 

If  a child  is  not  accepted  for  coverage  under  The  Arc 
plan  or  if  the  child  is  too  young  to  be  considered  for  cov- 
erage, extending  an  existing  insurance  policy  through 
COBRA  may  provide  a temporary  solution.  The  COBRA 
law  recjuiros  an  employer  to  continue  health  insurance 
coverage  for  a set  peric^  of  time  when  employment  ends 
or  other  disqualifying  events  occur.  (C.all  COBRA  at 
2(T2/2  19-8784  for  more  information.) 

Since  the  most  imjX)rtant  aspc'cts  of  the  debate  on 
health  care  reform  seem  to  have  shifkKl  to  the  state  level, 
it's  essential  tliat  readers  write  to  state  legislators  with  their 
concerns  alx)ut  health  insurance  coverage. 


and  the  insurance  company  deter- 
mines that  $12,000  is  llie  “usual  and 
customary  amount?” 

A Disagreements  betw^een  con- 
sumers and  insurance  companies 
often  center  around  the  issue  of 
“usual  and  customary  amount” — or 
“usual  and  customary  rate”  C^CR),  as 
it’s  technically  called.  The  insurance 
company  calculates  the  UCR  by  ana- 
lyzing the  charges  for  a medical  pro- 
cedure or  piece  of  equipment  from  a 
number  of  medical  providers  in  the 
same  geograq)hic  area. 

It’s  important  to  remember  that 
insurance  policies  sometimes  set  pay- 
ments to  a specific  “percentile”  of  the 
UCR,  rather  than  to  the  full  UCR. 
Percentile  is  a complicated  statistical 
concept.  h\  this  case,  a percentile  gen- 
erally refers  to  the  level  at  which  a 
spe(*ific  percentage  of 
charges  fall.  For  instance,  if 
a charge  falls  at  the  80th  pei - 
centile,  20  percent  of  nred- 
ical  pixrfessionals  charge 
more  than  that  anrount,  and 
80  percent  charge  less. 

Lets  say  that  a consunrer 
Iras  filed  a claiirr  for  $150  fcrr 
a nredical  pixx*edure.  If  the 
UCR  is  $P30,  and  the  policy 
provides  for  payirrent  at  tire 
lOOtlr  percentile  of  the  UCR, 
$130  is  the  irraxiirrimr 
anrount  the  insurance  corn- 
parry  will  consider  paying, 
eveir  though  tire  original 
daiirr  was  for  $150.  However, 
if  the  ix)licy  provides  for 
payirrent  at  a lower  jx'i- 
coirtile  of  the  UCR — the  80th 
peroentile,  for  iastance — 
if  the  80tlr  ix'rcontile  of  the 
UCR  Is  $1 15  for  that  pixx  c- 
duiXN  tlreir  $115  Ixx’oirrt's  lire 
irraxiirrunr  airrouirl  tire 
coirri)airy  will  consider. 
Given  the  practice  of  set- 


ting payments  to  specific  percentiles 
of  the  UCR  and  given  the  higlr  cost  of 
power  wheelchairs,  your  concerns  are 
valid.  Fortunately,  there  are  several 
steps  you  can  take  to  avoid  a situation 
in  which  you  purchase  a power 
wheelchair  aird  then  find  the  insur- 
ance company  will  reimburse  you 
only  for  a small  percentage  of  the  biU. 

First,  work  with  your  child’s  doctor 
and  physical  therapist  to  determine 
tire  specific  power  wheelchair  and 
accessories  your  son  requires.  Then 
ask  both  doctor  and  therapist  to  write 
letters  to  the  insurance  company 
listing  those  items  in  detail. 

.Second,  before  you  purclrase  the 
wheelchair,  ask  the  doctor  to  file  a 
“pre-detemrination  of  benefits”  request 
with  the  insurance  company  (A  copy 
of  the  letters  from  the  doctor  and 
physical  ther^ist  should  be  included 
with  that  request)  Insurance  compa- 
nies generally  respond  to  a request  for 
a pre-detemTination  of  benefits  withiir 
a few  weeks.  That  response  usually 
iircludes  a suirrnraiy  of  tire  claim  and 
an  estinrate  of  the  anrount  the  insur- 
imce  conrpany  wiU  consider  paying 
who:  I the  claim  is  approved.  You  can 
dren  decide  whether  to  purchase  the 
wheelchair  or — if  tire  insurance  com- 
pany’s estinrate  appears  too  low — 
whetlrer  to  file  an  appeal. 

Sonre  insurance  conrpanies  have 
specific  requirements  for  the  purchase 
of  expeirsive  nredical  equipment.  If 
you  decide  to  purchase  the  wheel- 
chair, make  sure  you  follow  those 
requirements  in  detail.  EP 


ERIC 


O 


S26 


In  this  cdumriy  Rtchard  Epstein 
answeis  readers*  queS' 
tions  about  health 
insurance.  Setui  your 
questions  to  him  at 
ExcEFiroNAtFAmn; 

209  Harvard  St,  Ste. 

303,  BrooUine,  MA 
02m,  (017)  730- 
87^  (fax). 

ffyour  question  r^ates  to  a specific 
health  insurance  daini,  please  include 
copies  of  any  materials  you*ve  received 
from  the  insumnce  company,  (l^lease, 
don't  send  crigiiuds!)  Jndude  your 
address  and  phone  number.  (My  your 
inUicds  and  state  iviU  bepublislmL  It  is 
not  possible  to  respond  to  Idlers 
individuatly. 
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PLAN  AHEAD  FOR 
THESE  UPCOMING 
EVENTS... 


ANAHEIM,  CALIFORNIA 

Anaheim  Convention  Center 
March  8-10,  1996 

TAMPA,  FLORIDA 

Florida  State  Fair  Expo  Park 
May  3-5,  1996 

EDISON,  NEW  JERSEY 

Raritan  Expo  Center 
June  1996 

ATLANTA,  GEORGIA 

ABILITIES  ex;  O INTERNATIONAL 
During  the  1996  PARALYMPIC  GAMES 
Georgia  International  Convention  ik  Trade  Center 
August  16-18,  1996 


TBD 


For  general  information  call  Linda 
Worobel  at  (203)256-4700  ext.  114. 
To  exhibit,  call  Dawn  Pratt  (ext.  123) 


T9l:  203/886-4700  • PAX;  803/886-4730 

expocon; 

nuuia^Knant  utcdKUw  Ino 
363  RMf  Road  • P.  0.  Box  016 
Fairfield,  OX  06430-0016 


& 1995  Expocon  Management  Associates,  Inc. 
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Gianna,  aVACC  camper 
from  Minnesota,  enjoys 
the  Florida  sunshine  on 
Miami's  fanrious  South 
Beach. 


VACC  Camp  1996 

Han  ahead!  VACX:  Canp  *96,  a 
cait^)  for  children  needing 
oxygen,  tracheostomies,  ventila- 
tors, BiPAP  or  CPAP— and  their 
moms,  dads  and  siblings— will 
be  held  in  Miami,  Florida,  .^ril 
9-15, 1996.  VACXi;  Canp  gives 

famines  a fimopporliinity  to 

socialize  with  peers  and  ei\joy  activities  not  generally 
accessible  to  children  vfho  are  technology-dependent 
Activities  include  field  trips,  swimming,  games,  arts  & 
crafts,  entertainment  and  special  events.  The  application 
deadline  is  January  5, 1996.  For  more  information,  contact 
coordinator  Cathy  Klein,  Ventilation  Assisted  Children’s 
Center  (VACC),  Div  of  Pulmonology,  Miami  Children’s 
Ho^itai,  3200  SW  60th  a, 

Ste.  203,  Miami,  FL  33155- 
4076;  (305)  6626222;  (305) 

6636417,  fox. 


Moigan,  a VACC  caniper  from 
norkia,  pkjgs  his  tracheostomy 
with  a cap  and  takes  a plunge  in 
tile  pool  with  his  mom. 


Publications 

• A new  edition  of  Fanccmi  Anemia:  A Handbook  for 
Families  & Their  PhysUnans  is  now  available.  Fanconi 
anemia  (FA)  is  a hereditary  form  of  aplastic  anemia, 
associated  with  cardiac,  renal  and  skeletal  abnormalities. 
Updated  sections  of  the  handbook  cover  bone  marrow  trans- 
plants, gene  therapy  and  long-term  clinical  treatment  The 
book  costs  $2.50,  including  postage,  in  the  U.S.;  $5  else- 
where. FA  Research  Fund,  1902  Jefferson  St,  Ste.  2,  Eugene, 
OR  97405;  (503)687-4658. 

• 71w  Parent's  Guide  to  Dnig 

a lOOpage,  detailed  guide  to  medications  commaily  prescribed  to 
he^p  manage  symptoms  of  fragile  X syndroma  A referaice  page 
includes  arating  for  each  drug’s  effectiveness,  safety,  convenience 
and  cost  The  book  costs  $25;  afl  proceeds  beriefttfiagile  X 
research  FRAXA,  RO.  Box  935,  West  Newbury,  MA  019850935; 
(508)  462-1990,  e-maiL  fiaxa@destek.net 

• Facing  Neurqfibnmvatosis:  A Guide  for  Teens  is  afree  book- 
let that  answers  common  questions  teens  with  neurofibromato- 
sis (NF^  may  have  about  their  condition.  Send  $1  (to  cover 
postage)  to  the  National  Neurofibromatosis  Foundation 
(NNFF),  95  Pine  St,  16th  FI,  New  York,  NY  10005.  For  more 
information  about  NF,  call  NNFF  at  (800)  323-7938,  voice/TTY; 
or  while  traveling  the  Internet,  visit  the  NNFF  home  page  on  the 
Wcrid  Wide  Web  at  http://nf.oig^. 


For  people  with  disabilities, 

WE  CAN 


turn  your  computer  into  an  open  door. 


A to  new  opportunities -•at  uork.at  stiuxil  andnt  home, 

llmnks  to  IBM teelmology\  ftersons  with  vision,  mobility,  six^ech/heorinf^ 
or  nttention/memory  disohilities  can  do  things  once  netvr  though  t 
fxpssiUe.  Likevomfxae  in  the  iwrkplare  oml  supfxwt  families.  Utv 
independently  of  others.  Fmd  oat  mow  byrallinff  ldiOO-426-1832 
(lOia:):  h'HifO-l2()-:r.m(Wl)^  inCanoda, 

d/  IBM.  nvean  do  mow  than  vm  think. 

IlM  Independence  Serd:s 

' liaii  I*;.  /'»•*/  <1  //Ulofii/ <ft/r  ii/ /mr//iiiliii*ni/ /fiKiiir.^  l/<n /(iiti . ( 


Beautiful  Pocono  Mountain  Summer  Camp 

for  persons  with 
Developmental 
Disabilities. 
Recreation,  Sports, 
Cultural  and 
Performing  Arts.  Well 
trained,  experienced  staff,  31st year.  Sessions  from 
2 weeks  up.  Year  round  residential  services  for 
Prader-Willi  clients. 


Write  Keystone  City  Residence 
406  N.  Washington  Ave. 
Scranton,  PA  18503 

or  call  1-800-747-4988 


ACCREDITED 

CAMP 


American 

Camping 

Association 


o 
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TOOBERS  & ZOTS 

Toobers  & Zots  is  a large-scale  con 
struction  toy  for  children  older  than 
three.  Using  large  tubes  and  shapes  of 
soft  foam,  children  can  create  animals,  flowers,  cars, 
crowns — ^almost  anything  their  imaginations  can  conceive. 
Toobers  are  brightly  colored  foam  tubes,  designed  on  the 
concept  of  giant  pipe  cleaners,  ranging  in  lengtli  from  two  to 
four  feet  Zots  are  an  assortment  of  stars,  circles,  squares,  tri- 
angles and  other  sh^es,  wliich  fit  onto  the  toobers.  The 
large-scale  pieces  encourage  creative  play  for  children  with 
physical  and  visual  disabilities.  Toobers  & Zots  are  available 
in  20-,  50*,  120-  and  180-piece  sets,  each  with  bilingual 
English/Spai^h  instructions  and  a mesh  storage  bag. 
HandsOnToys,  Woburn,  MA  01801 
Circle  #195 

WALKABOUT  III 

Tlie  Walkabout  III  is  a mobile  stander  designed  for  use  by 
adolescents.  As  the  child  steps  forward,  the  stander  pro- 
vides spring-assisted  lift  and  allows  forward  motion.  The 
unit  also  provides  lateral  support  to  pro- 
vide additional  stability.  It  has  an 
acyustable-wldth  frame  to  accommodate 
growth.  The  unit  can  be  positioned  in 
front  of  a table  and  locked  in  place. 
Available  options  include  handholds  witli 
foreann  supports,  no  back-up  brakes  and 
shoulder  pad  supports. 

Mulholland  Positioning  Systems,  Santa 
PaiUa,CA  93061 
Circle  #196 

PANDA 

Tlie  Panda  is  a pediatric  stroller  and 
postural  positioning  system  available 
in  10  models  and  three  sizes — mini, 
midi  and  large.  All  models  feature  a 
lightweiglit,  folding,  aluminum-frame 
mobility  base  and  a positioning  insert 
vnih  padded  upholsteiy.  The  seating  system  features  depth, 
width,  back-height  and  pelvlc/thigh  acyustability.  Standaid 
equipment  includes  rear-wheel  safety  brakes  and  reclining 
and/or  tilt-in-space  seating.  All  models  are  approved  for 
vdiicle  transpoitation. 

Tkylor  Made  Health  Care,  Glovorsvillo,  NY  12078 
Circle  # 197 


STICKY  BEAR’S 
EARLY  LEARNING  ACTIVITIES 

Sticky  Bear’s  Early  Learning  Activities  is  a software  pro- 
gram designed  to  provide  basic  skills  practice  for  children 
aged  two  to  six.  The  program  includes  activities  in  six 
areas:  alphabet,  numbers,  categories,  shapes,  opposites 
and  colors.  Each  activity  features  animated  graphics  and 

sound  effects,  and  can  be  used 
in  one  of  two  modes — struc- 
tured play,  which  enables  chil- 
dren to  learn  using  prompted 
instruction,  and  unstructured 
play,  which  encourages  learn- 
ing through  discovery.  The 
activities  are  bilingual — English/Spanish.  The  program  is 
available  for  both  IBM-compatible  (requires  Windows)  and 
Macintosh  computers. 

Optimum  Resource,  Inc.,  Hilton  Head,  SC  29926 
Circle  #198 

CLEAR  PLASTIC  TRAY 

The  Clear  Plastic  TVay  is 
designed  to  be  inserted  into  a 
walker  basket  to  cany  a variety 
of  small  items.  The  tiay  features 
a large  center  compartment,  a 
smaller  compartment  with 

rounded  comers  for  carrying  small  items,  such  as  pills  or 
coins,  and  a round  beverage  holder  for  a glass,  can  or  cup. 
Maddak,  Inc.,  Pequannock,  NJ  07440-1993 
Circle  #199 

THE  LISA  REHA-BUGGY 

The  Lisa  Reha-Buggy  is  a compact,  folding  push  chair 
designed  for  children  weighing  up  to  88  pounds.  The  chair 
features  a lightweight  aluminum  frame,  adjustable  reclining 
seat,  adjustable  footrest  and  adjustable  push  handles  that  can 
be  rotated  toward  one  another  to  form  a 
single  push  bar.  The  upholstery  is  avail- 
able in  a choice  of  Dino  or  Fantasy  pat- 
tern. A variety  of  optional  accessories 
and  positioning  aids  are  available.  This 
chair  has  been  tested  and  approveil  for 
vehicle  transportation. 

Tkylor  Made  Health  Care, 
Gloversville,  NY  12078 
Circle  #200 


The  ABLE DATA  database  of  assistive  technology  and  rehabilitation  equipment  contains  infonnation  on  more  than 
20,000  products  for  persons  of  all  ages  who  ha  ve  a physical,  cognitive  or  sensot^  disability.  Products  are  chosen  for 
this  page  by  the  ABLEDATA  staff  based  on  their  specific  applicability  to  or  design  for  children  with  disabilities.  The 
circle  niimbeys  a7v  to  be  used  on  ExcemoNAL  Parent*s  ''Free  Prodiict  & Irtfoymation  Card,*' Readers  can  chvle  a 
number  on  this  issue's  cart/  (page  125)  to  receive  mo}C  iry'ofination  on  any  new  product  featurM  above.  Please 
allow  three  to  four  iveeksfor  delivoy  of  the  irformation. 

For  more  irtfo^mation  on  assistive  devices,  or  to  submit  product  information  for  the  database  (and  possible 
inclusion  on  this  imge),  co7itact  ABLEDATA,  8455  ColesviUe  Rd,,  Stc,  935,  Silver  Spring,  MD  20910-3319, 

(800)  227-0216  (V/TTV),  (301)  588-9284  (V/TTY)  or  (301)  587-1967  (fax). 
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Private.  501(c)(3) 
Nonprofit  Community 


«THEIR  0)MMlJ]m...WITH  OUR  KELT 

Residential,  day,  and  evening  programs 
and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc, 

3500  Annandale  Lane 
Suwanee,  GA  30174 
(770)  945-8381 


A point  of  light 


CHILEDA  HABnJTATION  BVSTI- 
lUTE  Educators  for  )'()ulh.s  with 
developmental  disaliilities.  Residential 
treatment  center  pnn'ides  complete 
training  intensitx*  ihcrap\'  for  chil- 
dren with  se\^M*e  mental  [physical 
disabilities,  closed  head  injuries  6?: 
chaljenging  lxiia\iors,  l^slab,  1973. 

• Intensive 

• Progress  i\e 

• Specialized 

Chileda  Habiiitation  Institute 

1020  Mississippi  Street 
LaCrosse,  W1  5-i601 
(608)782-6480  / (608)'82-6  t81  (Pax) 


Special  Care 
for 

Special  People 

Progressive  education,  home  environment  for  the  mentally 
handicapped  child  and  adult.  Opportunity  for  educational  progress 
at  any  age — multiple  recreational  and  social  activities.  A year- 
round  program  with  an  active  and  full  iifestyie  among  friends  on 
a 750-acre  bluegrass  estate.  Est.  1893. 

Phone  502-875-4664/Fax  502-227-3013 
or  write  for  brochure 

THE  STEWART  HOME  SCHOOL 

Box  20.  Frankfort.  KY  40601 
John  R Stewart,  M.D.,  Resident  Physician 


Circle  #4 


H4KTH  CENTER 

PUct  liM.  SfuUl  PtOfU. 

Announces  a new  deluxe  care  group  home 
in  Kendall,  Florida. 

We  offer:  private  room  • gourmet  meals  • extra  staff 
to  go  with  our  nationally-recognized  training  and 
recreational  programs  for  the  developmentally  disabled 

For  information  call  (305)  271-3232 

Haven  Center  is  a non-profit,  fully  accredited  residential 
and  developmental  facility 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 


OAK  HHX  SCHOOL 

100  Years  of  Compassion 
Exceptional  people  clesen'c  excep- 
tional care.  CIB/Oak  Hill  Sch(x)l  enters 
its  second  centuiy'  of  compassionate 
care  and  ground-breaking  education 
for  children  and  adults  with  severe 
developmental  disabilities. 

• Residential  living 

• Day  and  vtx'ational  programs 

• Loving,  supportive  en\  ironinenl 

• Dedicated,  highly-qualified  sialT 

Cm/Oak  Hill 

120  Holcomb  vSt. 

Hartford.  (Tf  061 12 
(203)  242-2274 


DIGNITY,  SELF  ESTEEM, 
INDEPENDENCE  A private,  non- 
profit organization  serving  children 
and  adults  with: 

• [)('V(‘l()pnieiitcil  Disal>ilities 

• M(Mital  Retardation 

• Physical  (.luilhMiges 

• Traiimalic  Brain  Ii\jiny 

• (4iall(Miging  Btdiavior 
S]HM‘iali/C(l  Educational,  Vot'ationa! 
and  l^(‘si(l(‘iitial  ScMwices 
(’oiilact:  Dir.  of  Admissions 
Wood  Services 

Rt.213 

Laiighonu',  PA  10047 
(215)  7504501/(800)  782-3646 
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SCHOOLS,  CAMPS  & RESIDENCES  ~ 


Nationifl  - 


Eckerd  FasiiSy  Youth  Aitoniativos 

RO.  Box  7460 
Clearwater,  FL  3461 8-7450 
(81 3)  461  -2990  / (800)  554-4357 
Alternative  residential  treatment 
program  offering  cost  effective 
treatment  for  troubled  youth  who 
exhibit  impaired  behavior  and/or 
lack  of  interpersonal  skills,  and 
cmtrols  to  function  successfully 
v..ihin  the  family,  school,  and 
community.  Locations  in  FL, 
NC,TN,  RI,  VTand  NH. 
Licensed/  accredited.  Substance 
abuse  program  offered  in  Rorida. 

National  Christian  Resource 
Center  on  Mental  Retardation 
Bethesda  Lutheran  Home 
& Service 

700  Hoffman  Drive 
Watertown,  W1  53094 
(800)  369-INFO 

See  ad  on  page  S2 


Connecticut 


CIB/ Oak  Hiii  School 

120  Holcomb  Street 
Hartford,  CT  061 12 
(203)  242-2274 

Oak  Hill  School  has  been  meeting 
the  needs  of  children  with  multiple 
disabilities  for  over  100  years  and 
believes  that  each  stuctot,  regard- 
less of  the  severity  of  his/her 
disability,  can  make  progress.  Our 
residential  education  programs  are 
community-based  and  provide  an 
environment  that  is  both 
supportive  and  challenging. 

See  ad  on  page  93 


Florida 


Havon  Cantor 

11 300  S.W.  80  Terrace 
Miami,  FL  331 73 
(305)  271-3232 

See  ad  on  page  ^ 

Thrathold,  Inc. 

RO.  Box  1 1 10 
Goldenrod,  FL  32733 
(407)  671-7060 


Annandale  Village 

3500  Annandale  Lane 
Suwanee,  GA30174 
(770)  945-8381 

Private,  nonprofit  community  for 
adults  with  developmental  disabil- 
ities. Full  residential,  day,  and 
evening  programs  and  services 
promote  well-balanced  lifestyles 
which  include  a broad  range  of 
activities.  Located  on  125 
wooded  acres  near  Atlanta. 

See  ad  on  page  93 


Kansas 


Heaitsprlng 

2400  Jardine  Drive 
Wichita,  KS  67219-4699 
(316)262-8271 
Heartspring  serves  students 
ages  five  through  21  who  have 
multiple  disabilities  and  commu- 
nication disorders.  We  serve  res- 
idential school  and  day-only  stu- 
dents. Outpatient  assessments, 
short-term  treatment  programs, 
and  hearing  center  services  are 
also  offered. 

See  ad  on  page  81 


Kentucky 


The  Stewart  Home  School 

Box  20 

Frankfort  KY  40601 
(502)875-4664 
Progressive  education,  home 
environmerit  for  mentally  handi- 
capped children  and  adults. 
Multiple  recreation  and  activities. 
Year  round  program.  Est.  1893. 
Call  or  write  for  brochure. 

See  ad  on  page  93 


Maine 


Bancroft 

Lighthouse  Road 
Owl’s  Head,  ME  04854 
(207)  594-7261 
Year-round  programs  and 
vacation  options  for  people  with 
developmental  disabilitieaTiead 
injury. 

See  Bancroft  in  New  Jersey  section. 


Georgia 


Agape  Village 

371 1 Agape  Village  Rd. 

Macon.  GA  31210 
(912)471-3700 

Providing  mentally  disabled  with 
50  acre  protected  place  to  live, 
vyork  in  greenhouses  and  enjoy 
active  life  with  supervision. 

See  ad  on  page  63 


Massachusetts 


Berkshire  Meadows 

249  N.  Plain  Road 
Housatonic,  MA  01236 
(413)528-2523 

For  children  and  adults  who  have 
severe  neurodevelopmental 
disabilities  and  complex  medical 
problems.  Private,  non-profit 
residential  setting  in  the 
Berkshires,  offering  a comprelien- 
sive  approach  to  each  individual's 
well-being  with  integrated  educa- 
tional, m^ical  and  rehabilitative 
services. 

See  ad  on  page  77 
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Crystal  Springs  School 

38  Nanov\/s  Rd.  Box  372 
Assonet,  MA  02702 
(508)  644-3101,  Ext.  328 
Established  in  1953,  Crystal 
Springs  offers  licensed  home-like 
residences;  and  approved  private 
school;  full  rehab,  program;  and 
24-hour  licensed  nursing  cover- 
age designed  to  meet  the  needs 
of  medically  fragile,  multi-handi- 
capped children  and  young 
adults,  birth-22  yrs. 

See  ad  on  page  78 

Cotting  School 

453  Corxx)rd  Avenue 
Lexington.  MA  021 73 
(617)862-7323 

Cotting  School  welcomes  boys  & 
girls  ages  3-22  with  physical. 
medicaJ,  learning  & communica- 
tion disabilities.  We  offer  individu- 
alized academic,  pre-vocatbnal 
and  social  experiences  to  build 
confidence  & enhance  students’ 
selfesteem. 

Evergreen  Center 

345  Fortune  Blvd. 

Milford,  MA01757 
(508)  478-5597 
Residential  school  for  students 
who  are  devefopmentally  disabled 
and  require  education  or  assis- 
tance in  self-care,  community 
living,  adapted  communication, 
mobility  traininga  behavior  control 
due  to  psychiatric/behavioral, 
medical  a therapeutic  needs. 

An  intensive  programis  available 
for  severe  malad^tive  or  self- 
injurious  behavior. 

See  ad  ojipage^ _ 

Ivy  Street  School 
Bmn  Injury  Program 

200  Ivy  Street 
Brookline.  MA02146 
(617)732-0224 

La^am  School;  R.R.C.I. 

RO.  Box  1879 
1646  Main  Street 
Brewster.  MA  02631 
(508)  896-5755 
Special  education  / residential 
school  for  girls  ages  8-22  with 
mild  dev.  c&ays  and  ED/  BD 
Contact:  Shirley  Landers-Rautz 

League  School  of  Boston 

225  Nevada  Street 
Newtonville,  MA02160 
(617)964-3260 

See  ad  on  page  22 

The  Learning  Center 

41 1 Waveri^  Oaks  Road 
Waltham,  MA02154 
(617)893-6000 
Children  and  young  adults  with 
MR,  autism,  communication  dis- 
orders, challenging  behavbrs, 
developmental  dl^lities.  12  nrx). 
day/residential. 

Sep  ad  on  page  93 
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The  New  England  Center 
for  Autism 

33  Turnpike  Road 
Southboro,  MA01772 
(508)481-1015 

Day/residential  school  for  children 
with  develop,  disabilities,  behavior 
disorders  3-22.  Integrated 
preschool,  inclusion  services,  staff 
intensive  program.,  functional 
activity  based  curriculum.,  sup- 
ported employment  in  rrodem 
school  and  group  homes. 

See  ad  on  page  74 

New  England  Villages,  Inc. 

664  School  Street 
Pembroke,  MA  02359 
(617)293-5461 

Exceptional  private  community  for 
MR  adults  offering  a range  of  res- 
idential options,  vocatior^,  recre- 
ation and  social  opportunities. 

See  ad  on  page  57 

Rlverview  School 

551  Rt.  6A 

East  Sandwich,  MA  02537 
(508)  888-0489/ Fax  (508) 

888-1 31 5.  Residential  co-ed 
program  serving  adolescent  11- 
20  who  have  a primary  diagnosis 
of  a learning  disability  & function 
cognitively  between  70-100. 

St  Coietta’s  of  Massachusetts 
Cardinal  Cushing  School  and 
'nraining  Center 

400  Washington  Street 
Hanover,  MA  02339 
(617)826-6371 

See  ad  on  page  8 


New  Hampshire 


Crotched  Mountain 
Rehabiiltatian  Center,  Inc. 

1 Vemey  Drive 
Greenfield.  NH  03047 
(603)547-3311,  ext.  235 
A comprehensive  pn^Daratory 
school  arxJ  rehabilitation  center 
providing  the  best  in  education,  a 
guided  return  to  the  community, 
access  to  community  housir^, 
education,  arxl  support  services 
fa  lifelong  planning. 

Sea  ad  on  page  61 


New  jersey 


Bancroft 

Hopkins  Lane 
Haddonfield,  NJ  08033 
(609)  429-0010  ext.  347 
kate-of-the-art  programs  in  NJ 
and  Maine  fa  children,  adults 
with  devebpmental  disabilities/ 
head  injury.  Full  continuum  of 
educational,  vocational  and  living 
options.  Residential,  day  and 
outpatient  services. 
Neuropsychological  testing. 


Githtns  Ctnter 

40  Cedar  Street 
Mount  Holly,  NJ  08060 
(609)261-1667 

Providing  a school;  OT,  PT,  ST;  . 
day  care;  respite;  medical  ser- 
vices; adult  activities  and  family 
support  for  individuals  with  physi- 
cal  and  other  disabilities. 

URC  School 

Creek  Rd.  & Park  Dr. 

Bellmawr,  NJ  08031 
(609)933-3725 

Serving  devetopmentally  delayed 
multiply  handic^ped  students  5 
to  21  with  educational,  therapeu- 
tic and  recreational  services. 


New  York 


Pathfindor  Village 

for  Down  Syrxirome 
Edmeston,  NY  13335 
(607)  965-8377 

See  ad  on  page  52 


Pennsylvania 


Camphlil  Special  School 

1784FairviewRd., 

Glenrrxxxe,  PA  19343 
610/469-9236; 

FAX  610/469-9758 
Children’s  Village,  DD,  residential/ 
day  programs,  extensive  therapies. 
W^dorf-based  cuniculum,focus 
on  aits^festivals.  School  year/ 
summer  camp,  pod,  equestrian 
therapy.  Students  share  homes 
with  curative  educators  & staff 
children.  On-campus  medical  staff 
& facility.  IMAGINE  THE  BEST! 

The  Devoreux  Foundation 

(800)345-1292,  Ext.  3045 
(610)  964-3045 
(610)  971-4600  Fax) 

Residential,  day  and  community- 
based  treatment  programs 
nationwide.  Comprehensive  ser- 
vices to  individuals  of  all  ages 
who  have  emotional  disorders, 
devetopmental  disabilities,  mental 
reta-'datlon,  dual  diagnoses 
(ed/mr),  and  autism. 
Seeadonpage53 

Elwyn,  Inc. 

1 1 1 Elv\/yn  Road 
Elwyn,  PA  19063-4699 
(610)  891  -2000/(800)  345-81 1 1 
Est.  1852,  offering  services  from 
infant  to  adulthood.  Education, 
rehabilitation,  vocatbnal  training  & 
placement.  6^ & residents 

School 

for  Children  with  CP 

4400  Baltimore  Avenue 
Philadelphia,  PA  19104 
(215)222-2566 

See  ad  on  page  32 


O 


Keystone  City  Residence 

406  N.  Washington  Ave. 

Scranton,  PA  1 8503 
(717)  346-7561/  (800)  747-4988 
Year  round  and  summer  residen- 
tial programs  for  those  with  devel- 
opmental disabilities.  Special  pro- 
grams for  people  with  Prader-Willi 
and  emotional  problems. 
SeeadonpageSI 

Martha  Lloyd 
Community  Services 

190  West  Main  Street 
Troy,  PA  16947 
(717)297-2185 

Superior  quality  community  living 
ofp|X)rtunities  for  men  and  women 
wifo  mental  retardation,  life  skills; 
vocational  programs:  job  opportu- 
nities; easy  access  to  community 
resources;  experienced,  caring 
staff;  excellent  health  care;  annual 
fees  arrxxTg  nation’s  bwest. 

See  ad  on  page  51 

Melmark 

Wayiand  Road 
Berwyn,  PA  19312 
(610)353-1726 

A unique  community  of  alterna- 
tives near  Valley  Forge,  Pa. 
Children/adolescents^  adults 
receive  special  ed/adult  day  pro- 
grams/ OT/  PT/  speech-lan- 
guage/aquatic/pet/  music  thera- 
py/horsemanship. Self-help/  safe- 
ty skills  and  community  Involve- 
ment promote  a more  indepen- 
dent life  style. 

See  ad  on  page  24 

Woods  Services 

RT.  213,  Langhome,  PA 
(215)750-4231 

Woods  services,  founded  as  the 
Woods  School  in  1913  provides 
specialized  residential, 
educational  and  therapeutic 
services  to  children,  adolescents 
and  adults  with  developmental 
disabilities,  ennotional  disorders, 
physical  arxl  sensoral  handicaps 
and  challenging  behaviors. 

See  ad  on  page  93 


Rhode  Island 


Grodon  Cantor 

86  Mount  Hope 
Providence,  Rl  02906 
(401)274-6310 

See  ad  on  page  62 


To  place  an  ad,  contact 

ROY  WHITAKER 

(505)  821-3414  or  fax  to: 
(505)821-2178 
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South  Carolina 


THdont  Academy 

1455  WakendawRd. 

Mt.  Pleasant,  SC  29464 
(803)884-7046 
Non-profit  school  for  students 
with  learning  disabilities.  K5-1 2 
day  and  family  boarding.  Co-ed. 
Individualized  instruction,  arts, 
small  classes,  athletics,  SACS 
and  SCISA  accredited,  near  his- 
toric Charleston,  S.C.  founded  in 
1972.  College  prep.  4 to  1 ratio. 


South  Dakota 


Children’s  Care  Hospital  & School 

2501  West  26th  Street 
Sioux  Falls.  SD  57105-2498 
(605)  336-1840/800-584-9294 
Private,  nonprofit  facility  with  out- 
reach, outpatient,  day  schiool, 
and  residential  services  for  chil- 
dren with  disabilities.  Multi-disci- 
plinary teams  provide  individual- 
ized,family-centered  services. 
Pediatric  rehabilitation  pnogram 
now  offered. 


Texas 


Willow  River  Farms 

PC.  Box  450 
San  Felipe,  TX  77473 
(713)  525-8482 

A private,  non  profit  community, 
for  adutte  with  devebpmental 
disabilities  designed  to  foster 
personal  graMh.  The  community 
features  a home  based  environ- 
ment, artisan  studios  and  organb 
farm. 

See  ad  on  page  95 


Wisconsin 


Chlleda  Habllitatlon  Institute 

1020  Mississippi  Street 
La  Crosse,  Wl  54601 
(608)  782-6480 
Fax  (608)  782-6481 
Residential  treatment  for  y^hs 
with  severe  mental  & phy^cal  dis- 
abilities, ebsed  head  injuries  & 
challenging  behaviors. 

See  ad  on  page  S3 
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Library 

You  can  order 

any  of  the  books  listed 
here  with  the  coupon 
below  or  by  calling 
(800)  535-1910 


EDUCATION' 


Making  School 
Inclusion  Work 

A Guide  To  Everyday 
Practices 

K.  Blenk&D.L.  Fine 
The  excitement  ami  the 
challenge  in  true  inclusion 
demands  involvement, 
imagination  and  dedication 
to  insure  its  goals.  Th»s  book 
is  peppered  with  suggestions 
for  dealing  with  the  myriad 
of  challenges. 

BL104ED  $24.95 

You,  Your  Child  and 
“Special”  Education 

A Guide  to  Making  the 
System  Work 
Barbara  Coyne  CirrLKR 
Shows  parents  how  to  obtain 
the  educational  services  their 
child  rightfully  deserves. 
P60530D  $22.00 


Negotiating  the 
Special  Education 
Maze:  a Guide  for  Parents 
and  TeacherSf  2nd  EdiUon 
Anderson,  Chitwood,  & Hatden 
Easy-to-follow  guide  to  the 
special  education  system, 
demystifies  the  sj-stem — 
beginning  with  the  very  first 
evaluation  through  the  design 
ofthelEP. 

WB01900  $14.95 

Attention  Deficit 
Hyperactivity 
Disorder:  What  Every 
Parent  Wants  to  Know 

D.  WODRICH 

Prepares  parents  for  at  home 
end  at  school,  einpowi'rs  and 
'eaffirms  parents  of  their 
role. 

PB070AO  $19.95 
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Teaching  Reading  To 
Children  with  Down 
Syndrome 

A Guide  for  Parents  and 

Teachers 

P.L  OawTUN 

The  only  book  on  this  subject,  it 
describes  a nationally  known 
reading  program  that  ensures 
succ-e.ss  by  presenting  lessons 
which  art}  imaginative  and 
functional. 

WB120DS  $16.95 

Teaching  the  Infant 
WITH  Down  syndrome 
A Guide  for  Parents 
and  Professionals 
Marci  Hanson 
The  latest  information  on 
teaching  activities  for  infants, 
resources  for  parents,medical 
fiaicts  about  Down  Syndrome 
! and  tips  for  parents  on  how  best 
to  help  and  ei\joy  their  babies. 
PE0480S  $27.00 

Teaching  the  Young 
Child  with  Motor 
Delays:  A CdWe/or 
Parents  and  Professionals 
M.  Hanson  & S.  Harris 
Provides  information  to  par- 
ents on  how  motor  develop- 
ment influences  other  areas 
of  development. 

P£049PD  $27.00 

The  Early  Intervention 
Dictionary 

A Multi'discipUnary  Guide 
to  Terminology 
JtLVNINE  COLKMAN,  M.El). 

Defines  and  clarifies  terms 
used  by  the  many  different 
medical,  therapeutic,  and 
educational  professionals  who 
provide  early  intervention 
services. 

WB030EI  $16.95 

Facilitated 

Communication 

The  Clinical  and  Social 
Phenomenon 

Edited  by:  H.C.  Sh.ank,  Ph,!). 

An  up-to-date  exploration  od 
the  eontroversial  topic  of  KC 
and  al.sn  the  eiimmt  under- 
standing of  learning,  commu- 
nication, and  mouMiient  in 
persons  with  developmental 
disabilities. 

SPllSOD  $45.00 

Activities  for 
Developing  Pre-skill 
Concepts  in  Children 
with  Autism 

Toni  Fubvers 

Each  activity  isih'signed  to 
tell  educators  what  they  arc 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
need  to  teach  tlie  activity. 

T<Jn*  ^etl\itj(‘s  are  adaplalih* 
foVehildrni  of  all  levids. 
PE03500  $29.00 


GENERAL 


Wheelchair  Batteries 

Safety  Hazanks 

Why  should  you  always  take  your 
power  equipnuMit  to  a certified 
service  center  for  any  battery' 
problem?  MED's  new  video 
demystifies  the  important  role  of 
batteries  in  iiowered  mobility 
eiiuipment.  MElTs  video  should 
be  shared  with  anyone  in  contact 
with  iiwered  mobility  equipment. 
MG1250D 

SPECIAL  PRICE  $19.95 


Children  with 
DiSABIUTTES:  a Medical 
Primer 

M.  Batshaw 

For  parents  and  professionals. 
Over  200  detailed  illustra- 
tions, an  extensive  glossary', 
and  section  on  syndromes. 

PB0710D  $29.00 
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The  Illustrated 
Directory  Of 
Disability  Products 
Edited  by  M.  M\ce 
Shows  hundreds  of  products 
along  with  names,  addros,ses 
and  phone  numbers  providing 
customers  with  the  informa- 
tion to  make  the  l)c.st  decision. 
IF0260D‘  $12.95 


Sports  and  Recreation 
FOR  the  Disabled 
Second  Edition 
M.J.  Paciorek  & J A Jones 
A hook  designed  to  make 
dreams  come  true!  More  than 
50  activities  are  fully  di'seribcd, 
from  all-terrain  vehicles  to 
\\ildernc.s.s  ('xperiencivs,  individ- 
ual and  Uniiu  sports. 

C01160D  $32.00 

Attention  Deficit 
Disorder:  ADHD  & 
ADD  Syndromes  (2nd  ed.) 
Dale:  R.  Jordan 
Guidelines  for  working  suc- 
cessfully with  ADHD  and  ADD 
in  children,  adolescents,  and 
adults,  For  teachers,  coun- 
selors, and  parents. 

PE038AO  (bookl  $14.00 

PE038  $98.00 


Adaptive  Play  For 
Special  Needs 
Children:  strategies  to 
Enhance  Communications 
and  Learning 
Caroline  Uam,skv  Musselwhitk 
A hook  for  parents  and 
prof(*ssionals  summarizing 
rermit  advances  in  using  play 
as  a Irarniong  tool. 

PE0420D  $27.00 
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Count  Us  In 

Growing  Up  with  Down 
Syndrome 

J.  Kingsley  & M.  Levitz 
The  authors  share  their  inner- 
most thoughts,  feelings,  hopes 
and  dreams,  their  lifelong 
friendship. 

HB073DS  $9.95 


Planning  for 
THE  Future 
Providing  a Meaningful 
lyefora  Child  with  a 
Disability  gfler  Your  Death 
M.L.  Rt^SSEa,  ET  AL 
How  to  prepare  a Life  Plan, 
a Letter  of  Intent,  a Special 
Needs  Trust;  It  explains  how 
to  maximize  youv  child’s 
government  henefit.s.  avoid 
prohate,  reduce  estate  taxes 
and  much  more. 

AP0240D  $24.95 


DtoabSMes 


J Computer  Resources 
FOR  People  with 
Resources  for  DlSABILTTES:  A Guide 
PeoptewKh  to  Exploring  Today^s 
Asristke  Technology 
The  Alliance  eor 
TKCHN01.00Y  Acct:.ss 
Provides  user-friendly 
support,  information,  and 
up-to-date  answers. 

HP0870D  $14.95 


Feeling  Fit 

A Proh'ssionally  designed 
low  impact,  low  intmisity  aiM  obic 
excercise  program  for 
individuals  with  dc'  elopmenlal 
disahilitie.s. 

001030D  VIDEO  $24.95 
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Communication  Skuxs 
IN  Childben  with  Down 
Syndrome 

A Guide/or  Parents 
Libby  Kumin 
Parents  learr.  how 
communication  skills 
progress  from  infancy  through 
the  early  teenage  years. 
WB031DS  $14.95 


Meeting  Early 

Intervention 

Challenges 

issues  from  Birth  to  Three 
Second  Edition 
L.J.  Johnson  ETAL 
Guiding  professionals  and 
parents  through  changes  in 
early  inter\'ontion  practice. 
Pe095Ei  $30.00 


INJURY 


When  Your  ChIM 
Is  Seiiowsly  Infured 

TV  CmoUoMl  btipMl  M*  TwrMMt 


D 


When  Your  Chhj)  is 
Seriously  Injured 

The  Emotional  Impact 
on  Families 
Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

( Includes  shipping  charges) 

When  Young  Children 

ARB  Injured:  Families 
as  Caregivers  in  Hospitals 
and  at  Home 
J.  Haltiwangeh  & M.  Lash 
A book  about  the  family’s  role 
in  caregiving  when  a young 
child  is  injured. 

EP085ML  $7.50 

( Includes  shipping  charges) 


When  Youb  Child  Goes 
to  School  Afier  AN 
Injury 

Marilyn  Lash 
Issues  parents  need  to 
confront  about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(Includes  shipping  charges) 


CHILDREN'S  BOOKS 


My  Buddy 

A.  OSOFSKY 

Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
HH098CB  $5.95 


Howie  Helps  Himself 

J.  Fassleh,  Pictures  by  j.  Lasker 
Designed  to  help  the.  child  with  a 
disability  and  the  sibling  identify 
with  some  of  the  joj's,  .stres.ses 
and  strains  of  a di.sability. 
AW112PD  $13.95 


Baby  Book 

for  the  Deveiopmentaily 
Challenged  Child 
R.  Mathews 

A unique  approach  to  the  tradi- 
tional “Baby  Book"  designed  for 
childnm  with  developmental 
disabilities.  Sixxial  sections  for 
medical  histories  and  Mom  jmd 
Dads  feelings, 

HD1220D  $25.00 


The  Complete 
Directory  for  People 
with  Disabilities 

Edited  by  L.  Macki:szie 
Aom*-stop  sourc(*l)ook  for 
individuals  ami  professionals; 
products,  n'sources.  books 
and  s(‘rvic(*s. 

GH1150D  $145.00 


It  Isn^'  Fair! 

Siblings  of  'Children 
with  DisabikUes 
Editkd  bv  S.D.  Xlkin 
& M.J.  S(’lil.EIKKit 
Features  o haptens  by 
parents  .siblings  and 
profe.ssionals. 

EPOOIEP  $14.95 
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iRfonMrtlM  ServiCM  Inc. 

28  Green  Street 
Newbury,  MA  01951 
(800)659-3399 

WWeAway  Is  integrated,  CXDS-based 
word-processing  arid  communica- 
tions software  for  cNidren  and  adults 
withspedalneeds.lt  combines 
speech  output  and  keyboard  scan- 
ning with  enhanced  word  process- 
ing for  easier  communication. 

$199  per  copy 


ETHICS  CONFERENCE 

Dlb^was  w Deoson  Mawng:  Rights 
ObUQATTONS,  AivO  THE  InDMDUAL  WhO 
Is  Nor  Fuuy  AuroNOitoiS.  Preser  ited 
by  Malheny  School  and  Hospital. 
Naember  2-3, 1 995  in  Mornstown, 
NJ.  Information:  Martha  Bostick 
(908)  234-0618 


Payntor  EducnUonat  ParbMrs 

RO.  Box  42829-1001 
Houston.  TX  77242-2829 
(713)  568-7954 

Call  for  FREE  Guide  for  parents  & 
FREE  20  minute  consultation  for 
education/social  skill  problems  or 
write  for  FREE  copy  of  Guide. 


Access  NMIcnl  Supply 

2006  Crown  Raza  Drive 
Columbus,  OH  43235 
(800)242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs  (96). 
Free  Delivery.  Also— Depend, 
Serenity,  other  items.  Manufacturer^ 
coupons  accepted.  Free  Catalog!  _ 

Duralins  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45i^ 

800-654-3376 

Call  DMP  for  all  your  incontinent 
needs  such  as  briefs,  p^ts,  pads 
and  liners,  as  well  as  skin  care 
products.  Call  for  FREE  catalog! 

In  Canada  call  800-667-6996  

H.D.I.S. 

1215  Dielman  Industrial  Court 
Olivette,  MO  631 32 
(800)  538-1036 

See  our  ad  in  this  issue.  _ __ 

U.S.  Medical  Corporation 

14575  Manchester  Road 
Manchester,  MO  6301 1 
(800)40-USMED/ 

(800)408-7633 
Call  U.S.  Med  for  free  sample 
Depend  briefs.  Undergamrients, 
Pants  and  Diapers. 

Low  prices  and  free  delivery. 


Murphy  Diaper  System 

24  ^llivan  Avenue 
Newton,  MA  02 164 
1-800-762-9890 
We  make  top  quality  cotton 
diapers.  We  make  them  any  size  to 
meet  your  needs.  Soft,  absorbent 
and  comfortable. 

Free  brochure. 


National 


American  Discount  Mndical 

FOR  DISCOUNTS  ON  ALL  YOUR 
EQUIPMENT  NEEDS!  Save  cxi 
Strollefs-Convaid.  Carrie  Rover; 
MacLaren;  Scooters;  Wheelchairs. 
Turnblefofms;  Walkers;  Seating/ 
Positioning  Equip.;  and  Standers  for 
school  or  home.  Call  (800) 
877-9100 jof  FREE  BROCHURE. 

Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham.  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
rrxxB  information. 

Missouri 


U.S.  Medical  Corporation 

14G75  Manchester  Rond 
Manchester.  MO  6301 1 
(800)  40-USMED/ 

J<VY))  406-7633 

EXCEPTIONAL  PARENT  / 


YOUTH 
BRIEF II  ^ 

FITS 30 
P>70LBS.|>-’ 

96  FOR  \ 

$ 39.98 

CALL  24HRS. 
1-800-777-1111 


WOODBURY  PRODUCTS 
INC. 


4410  AUSTIN  M.VU.  tSAANO  PARK  HY  I ISM 


Care  Electronics 

5741  Arapahoe  Suite  2A 
Boulder.  CO  80303 
(303)  444-CARE  (2273) 
WardeOVFtE  ^tems  notify  care- 
givers when  their  wanderer  l^ves 
home.  Uxate  them  up  to  ONE 
MILE  away.  FREE  catalog! 


Hlg's  Aluminum  Products 

10625  Maple  Lane 
Rogers,  MN  55374 
(612)  498-7304 
Flamps.  Factory  Direct,  Ught 
Weight  Aluminum.  F^itable.  4 -Way 
Folding.  2-way  Folding.  Telescopirig 
Tracks.  Thresh  Hold.  Van  Ramps. 
Scooter  Ramps.  Custom  Built 
Approach  Ramps,  Call  for  your 
FREE  catalog. 


PTKMBER  H)9f) 


Van  Conversion  Dealers 


Connecticut 


Orlvs-Mastsr,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 

New  Jersey 

Areola  Mobility 

51  Karo  Road 
Carlstadt,  NJ  07072 
(201)  507-8500/ 

(800)ARCOLA-1 

New-Used-Trade-|jease-Buy. 

Full  sized,  mini,  rear  and  side  entry. 
We  cany  products  from  the  follow- 
ing manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Rck-A-Uft.  If 
we  don’t  have  it.  we’ll  find  it! 
Rnancing  is  available.  NMEDA 
Member.  Please  call  fa  more  info. 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
teps/doors,  drop  floors,  custom  dri- 
ving equipment:  distributois  for 
Mdbile  Tech.,  Crow  River  lifts, 

Ricon.  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 

New  York 


Areola  Mobility 

51  Kart)  Road 
Carlstadt.  NJ  07072 
(201)  507-8500/ 

(800)ARCOLA-1 

New  Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  side  entry. 
We  carry  products  from  the  follow- 
ing manufacturers:  Braun,  KneeKar, 
Vantage,  Ricon,  and  Pick-A-Lift.  If 
we  don't  have  it.  we’ll  find  it! 
Rrmcing  is  available.  NMEDA 
MOTber.  Please  call  for  more  info. 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
lops/doors,  drop  floors,  custom  dri- 
ving equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts. 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of  ser- 
vice to  the  disabled  community. 
PfeasG  caH  for  more  hfbrmatlon. 
NMEDA  member. 


Ohio 

Forward  Motions 

214  Valley  Street. 

Dayton.  OH  45404 
(513)  222-5001 
Full-size/Mini-Van 
rrx)difications,  new/used  lifts,  drop 
floor,  raised  roof,  lockdowns,  driving 
equip.  NMEDA  member.  Owned  by 
person  vwth  disability. 

Pennsylvania 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom 
driving  equipment;  distributors 
for  Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Tbrtie  Books 

Approved  by  the  /American  Academy 
of  Pediatrics.  These  upbeat  stories  with 
warm,  colorlul  illustrations  address  real 
issues  found  in  the  lives  of  real  children 
with  disabilities.  Provide  a bridge  of 
understanefirTg  for  your  children  with 
disabilities,  siblings  & friends.  FREE 
Brochure. 

Jason  and  Nordic  Publishers, 

PO  Box  441, 

Hollidaysburg,  PA  16648. 

FAX  (814)  696-4250 


Free— The  1995  Woodbine 
House/Special-Needs  Collection, 

a catalog  of  excellent  fxx)ks  for 
parents,  children,  ana  professiorials 
on  autism,  CR  Down  syndrome, 
Tourette  syndrome,  mental  retarda- 
tion, visual  Impairment,  physical 
disabilities,  sp^ial  education,  and 
more.  Woodbine  House, 

6510  Bells  Mill  Road,  Belhesda.  MD 
20817,  (800)  ^-7323 

Free— Tbe  NEW  Special 
Needs  Project  Book  Cataiog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  & 
professionals.  Special  Needs 
Project,  3463  State  Street,  Santa 
Barbara.  CA  93105,  (800)  333- 
6867. 
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Children's  Pace 

The  Special  Visit 

by  Kristina  Ferrini 

Last  year,  my  fifth-gi'ade  teacher,  Mrs.  Jenkins,  had  our 
class  read  a book  called  WcUvme  Home,  Mlylx>an,  by 
Marlene  Fanta  Shyer.  The  book  is  about  a dad  and  mom 
who  put  Gerri,  their  daughter  with  mental  retardation,  in  a 
training  school.  Eventually,  they  are  able  to  bring  Gerri  home 
for  good,  but  they  know  things  will  be  different  now. 

In  ttie  book,  Neil,  Gem’s 
younger  brother,  tells  about  how 
the  family  never  gets  enou^  rest 
because  Gerri  bangs  her  head  on 
the  wail  at  night  Gerri  sits  on  U ^ 
of  the  piano,  and  her  datl  always 
gets  mad  about  that  Every  time 
someone  comes  into  the  house, 
Gerri  runs  up  and  hugs  the  per- 
son. The  mom  is 
always  busy.  Tlie  dad 
leaves,  because  Gerri 
gets  to  be  too  much 
for  him.  Neil  deddes 


Two  of  Kristina's  classmates  meet  her  brother,  Joey  (righQ. 


well.  Joey  read  to  the  class  and  showed  how  he  could  do 
addition.  Then  some  kids  helped  him  color.  The  class 
eiy  oyed  Joey’s  visit  E P 


Kristina  Elizabeth  Fernni,  1 /,  is  a siorfh-gmd- 
erat  Zcllets  Elementary  School  in  Stnmgsvilie, 
Ohio.  She  enjoys  riot  in  and  piano  lesso7ts.  Her 
other  hobbies  include  oxijls  and  gipnnastics. 
Joey,  noiv  14,  has  ceiebml  palsy,  mental  letar- 
dation,  ejhlepsy  and  asthma.  Joey  attends  a 
s])ecial  education  pwgimn  at  Albion  Junior 
High  School,  also  in  Shxmgsviile. 


Like  most  14-year-olds, 
Joey  just  loves  pizza! 


to  live  with  his  dad,  but  then  he  comes  bac*k  home. 

Since  Geni,  the  character  in  the  b(X)k,  lias  dis- 
abilities, I thought  of  my  13-year-old  brother,  Joey, 
liecause  he  lias  disabilities,  too.  I told  niy  mom 
about  the  book.  I brought  the  book  home  and  my 
moni  read  it  Together,  Mrs.  Jenkins,  my  mom  and 
I decided  to  have  my  brother  visit  my  class. 

The  day  before  Joey’s  visit,  my  mom  came  into 
my  classroom  to  answer  questions  from  the 
kids.  Tliey  asked  a lot  of  quest  ions:  How  did  you 
find  out  Joey  had  disabilities?  VVliat  'is  his 
favorite  sport?  Does  he  ride  a bike?  * Vliat  are  his 
strengths  and  weaknesses? 

Tlie  next  day,  when  Joey  came  to  my  cUiss,  he 
seemed  nervous.  I was  nervous,  too,  but  I did 

To  order  Welcome  Home,  fellybean,  ser>d  a 
check  or  money  order  for  $3.95  plus  your  state's 
sales  tax  to  Simon  ^ St  husler, 
200  Old  Tappan  Rd.,  Old 
Tappan,  N|  07675-7095.  Include 
the  book's  ISBN  number; 
0-689-71 2 13-B.  This  book  is  also 
available  from  Exceptional 
Parent  Libraiy  (800/535-1910). 
Order  number:  SSI  260D 


Mom’s  turn: 

Kiistina  told  me  she  thought  I might  enjoy  reading  Welcome  Home, 
Jellybean  because  it  was  about  a girl  named  Ge)xddine,  who  was  a lot  like 
our  Joey.  Kiistina  was  right.  The  author  painted  a vivid  picture  of  life 
with  a child  who  has  a disability.  A few  times,  I found  myself  reaching  for 
a tissue  because  the  challenges  and  frustmtions  faced  by  the  family  in  the 
book  seemed  as  yeal.  as  they  can  be  in  our  own  family. 

Life  with  a child  like  Joey  takes  a lot  of  love,  time,  patience  and  u ndet- 
standing.  We  often  realize  that  other  families  do  not  ahvays  see  things  from 
the  same  perspective.  We  hope  to  show  everyone  that  we  hove  Joey  and  are 
committed  to  helping  him  in  any  way  that  we  can.  Our  family  is  a team. 

/ etjoyed  the  oppoiiunity  to  spend  two  days  in  KiisiiruTs  dassixxm.  The 
day  before  Joey's  visit,  I spent  an  hour  answering  any  questions  the  chilr 
dren  cared  to  ask — and  they  asked  a lot  of  good  ones:  How  did  you  find  oat 
Joey  had  a disability?  Hott)  did  it  happen?  How  does  Joey  learn?  Why  can't 
he  talk  ve)y  well?  What  will  he  do  when  he's  finished  with  school? 

I %vas  able  to  shaie  what  it  is  like  mising  Joey:  the  stress  involved  in 
meeting  his  physical  ami  'medical  needs,  and  ibefiustmtiovs  of  dealing 
with  others  ^vho  are  impatient  vylth  him  because  they  do  not  understand 
his  limitations,  tlw  difficulties  undeistanding  what  he  Uies  to  say — as  he 
repeats  the  sa'me  phiase  over  and  ove)\  even  when  we  don't  "'get  it" But  I 
7VOS  also  able  to  share  the  joys:  getting  a big  hug,  watching  him  eat  a xvhole 
pizza  while  saying,  "Joey's  favorite,"  knowing  that  Joey's  grandparents, 
aunts,  uncles  and  cousins  ready  like  him,  just  the  way  he  is. 

When  Joey  visited  Kristina's  classroom,  all  the  children,  as  well  as  the 
teacher  and  principal,  made  him  feel  welcome.  They  included  him  in  the 
things  they  were  doing,  and  he  shoived  them  some  cf  the  things  he  can  do. 

We  had  a uxmderful  thhe  learning  about  each  other.  I hope  the  children 
gained  a deeper  understanding  of  someone  who  may  have  limitations,  yet 
et\joys  a lot  of  the  same  things  they  do.  It  was  a fun  way  to  share  the  reality  of 
our family's  l{fe  with  Joey  and  make  the  book  more  *ival"  to  the  childmi. 

— Cindy  Ferrini 


rhe  Children’s  Page  welcomes  contributions  from  children  with  disabilities,  their  siblings  and  their  friends.  Be  creative!  Send  your  stories,  photos  and  artwork  to: 
CMIditNi’t  Paoe»  Exceptional  Parent  209  Harvard  Street,  Suite  303.  Brookline,  MA  02146-5005. 
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No  Oi^stac:l!-:s.  No  Limits. 

When  your  family’s  plans  arc  as  as  the  j»rcat 
outdoors,  don’t  let  your  minivan  hox  you  in!  | 

V'^antai^e  Klini  Vans  is  proiu.1  to  intr^^luce  our 
new  line  of  premium  lowereddloor  conversions 
huilt  on  the  exciting  FORP  WlNl^ST.AR  mini\*an. 

As  a leader  in  our  industry,  Vantaj»e  is  one 
o(  the  first  to  offer  the  popular  Windstar  as  an 
alternative  to  otir  existing  line  oi  tine  Cdirysler 
minivan  conversions.  Just  as  we’ve  heen  leat.lers 
in  hrinjjinjj  y<Hi  the  most  <.lepen<.lahle,  top  <.|iiality 
conversions  since  on  I inceptiiat  in  D87. 

Your  Vantage  Windstar  lowereddloor 
minivan  is  a\  ailahle  as  either  the  popui.ir  an<.l 
economical  TRhKKi  R,  with  its  easy-to-use  manual 
fold-oui  ramp;  the  SUMMI  I,  with  its  reliable  power 
folding  ramp;  or  as  the  premier  Noin  ilSTAR  edition, 
with  its  sleek,  under-thodloor 
H ramp  that  ^litles  smoothly  out- 

■H  r virtually  trom  "'nowhere!” 

liH 

N/  A rj  T-  A O E 


T/u'  Xijjthsun  itmlei' 


Every  Vantaj»c  Windstar  comes  equipped  with  a 
myriad  of  standard  features  to  make  your  life  simpler 
and  your  commutes  safer. 

Mo.st  notable  are  the  flexible 
seatinj»  confij^u  rat  ions  and 
crash-tested  restraint  system. 
And,  as  with  all  Vantage 
Mini  Vans,  options — like  our 
all  new  4-hut  ton  key  chain 
remote  control — abound.  In 
addition,  our  optional  sli<.lin^ 
rear  seat  allows  for  abundant 
seating  and  an  extra  nine 

cubic  feet  ot  storage  in  the  rear  of  the  van — a must 
tor  families  on  the  These  are  just  two  ot  the  many 
ways  your  Vantage  Mini  Van  can  he  customized  to  fit 
your  acti\*e  lifestyle  and  the  needs  ot  your  chiKIren. 

Till-  NIAV  V.'\NT.'U)|-:  WlNHSTAR  CONVliKSlc'lNs. 
Life  offers  no  limits.  Why  let  vour  transportation  set 
the  boundaries.’ 


(800)  348-8207  TOLL  FRS 


is/i  I rsi  I 


X/  rsj  s 


C mII  lor  (I  lur  full-i  olor  Imv/miv  .Vatioiuil  dealer  network  with  te^t -drive  vehicles  (ivnikihle. 
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Circle#  102 


Ifl  Hf  ^ • ,Vvs,j- 


' ' .J’/j  . • *1 


adjustrn^t$'f6r'iHfth^  ..  a^v;?! 
positioning.  Adjustafate  head  uiq 
support,  tray/floor  base,  . 
shouider  strap  harness,  tilt- 
in-space  and  lateral  support 
add  extra  security. 

Complete  Seat  adjusts  to  - 
accommodate  children  up  to ; ".t  j 
40  pounds  and  conveniently  . 
fits  standard  strollers,  high  ' 
chairs  and  wheelchairs.  It’s  so  ; 

r.  'V:'l 

versatile  it  can  also  be  used 
as  a floor  sitter.  , 
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solutions  to  the  daily  challenges  of 
transportings  bathing  and  toileting  your  child  - with  comfort,  safety  and  ease! 


You  and  your  child  face  some  tough 
challenges,  but  you're  the  one  who  must 
solve  them  in  the  most  practical  ways. 
Here's  how  we  can  help; 

■ When  yoiu  child  has  outgrown  that 
infant  car  seat,  you  can  have  peace  of 
mind  knowing  that  the  Columbia  Car 
Seat  has  been  crash 
tested  for  children 
from  20  to  102 
Ibs.-yet  weighs  only 
11  pounds! 

It  has  been  the 
No.  1 choice  since 
1986,  for  its 
adjustability 
and  stylish 

*2000  ^ ^ comfort, 

Car  Seat 


■ At  bathtime,  our  popular 
Reclining  Chairs  and  Wrap- 
Around  Bath  Supports  allow 
your  child-  and 
you-to  enjoy 
the  bath. 


#7700  Hi-Back 
Wrap-Afowtd 
Support 


Why  do  these  products  work  so  well? 
Columbia  products  are  thoughtfully 
designed,  with  each  item  available  in  the 
right  size  for  your  child,  with  lots  of 
adjustability  for  a custom  fit. 

They  are  made  of  durable 
materials,  tested  and  proven  in 
-life  experience. 

Made  in  the  USA  and  sold  all  over  the 
world,  Columbia  products  are  leaders  in 
all  their  categories. 


MaHaiklUcliiS^ 
for  a chili  *^4 
tall,  up  to  139 1 


I . \ K 1 \ t . ■ 

i’  n 

1 n f 

1 \ K 7 \ t ; 

■At  toileting  time,  our  Toilet 
Supports  fit  easily  onto  any 
toilet;  remove  easily,  too.  And 
our  Positioning  Commodes 
give  the  same  toileting  support 
in  any  location. 


Get  all  the  details 
from  our  FREE 
full  color  catalog. 
"Sharing  the 
Caring''  means 
products 
that  work! 


§4200  Small  Support  fir  ckilirta 
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CALL  1-800-454-6612  today  for  your  free  a falog 

Columbia  Medical  Mfg.  Corp.,  Dept  DL  P.O.  Box  633,  Pacific  Palisades,  CA  90272 
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Cover  Barry  Atkinson.  1 1 , studies  karate 
at  United  Studios  of  Self-Defense  in  his 
hometown  of  Huntington  Beach,  Califor- 
nia. Well  on  the  way  to  his  goal  of  attain- 
ing a black  belt,  Barry  currently  holds  the 
rank  of  orange  belt,  and  last  spring,  won 
a trophy  competing  in  his  first  karate 
tournament. 

Barry  has  spina  bifida  with  the 
Amold-Chiari  malformation  of  the  brain- 
stem and  cerebellum,  hydrocephalus,  a 
gastrostomy-button  and  a tracheostomy. 
He  lives  with  his  foster  parents.  Ann 
Belles  and  Mark  Andrews,  and  is  a fifth- 
grader  at  Moffett  Elementary  School  in 
Huntington  Beach.  Barry's  article.  "The 
Karate  Kid."  appears  on  this  issue’s  Chil- 
dren's Page.  Photo:  Alex  Garcia. 
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Toys! 

We  had  so  much  fiin  preparing  previous  features  on  toys  (October  1994  and  June 
1995)  that  we’ve  once  more  invited  Joanne  and  Stephanie  Oppenheim  to  help  our 
readers  prepare  for  holiday  shopping  by  sharing  suggestions  for  ordinary,  off-the-shelf 
toys  that  children  with  disabilities  can  erjoy  with  little  or  no  adap- 
tation. But  before  you  hit  the  toy  store  with  wallet  in  hand,  Annette 
Heim’s  account  of  her  son’s  best-loved  toys  (“Rubber  Balls,  Toy 
Cars  and  Art  Supplies”)  will  remind  you  not  to  overlook  some  of 
the  old  favorites. 

Diagnostic  labels 

When  parents  first  hear  the  clinical  diagnostic  terms  used  to 
describe  a child’s  disability,  the  words  can  be  terrifying.  Sadly, 
these  diagnostic  labels  are  sometimes  used  to  lower  expectations 
or  exclude  youngsters  from  opportunities.  But  as  Dr.  Karen  Levine’s  article  “Beyond 
Labels”  illustrates,  knowledge  of  specific  disabilities  can  be  used  to  help  a child  draw 
on  his  or  her  strengths  while  overcoming  or  working  around  challenges. 

President’s  Committee  on  Mental  Retardation 

In  early  September,  I traveled  to  Washington,  DC  to  attend  the  1995  National 
Collaborative  Academy  on  Mental  Retardation  sponsored  by  the  President’s 
Committee  on  Mental  Retardation.  Although  many  in  attendance  were  concerned 
about  the  political  climate,  including  potential  changes  in  legislation  and/or  cuts  in 
funding,  the  active  participation  of  “self-advocates” — ^adults  with  mental  retardation — 
speaking  for  themselves  and  working  coUaboratively  on  planning  teams  made  this  a 
truly  inspiring  meeting.  In  November,  the  “Role  Models”  department  will  feature  one 
of  these  young  self-advocates. 

The  growth  of  self-advocacy  illustrates  a changing  perspective  about  community 
services  for  adults  with  mental  retardation  and/or  developmental  disabilities — a per- 
spective that  focuses  on  individuals  and  encourages  self-determination.  Reports  at 
this  conference  demonstrated  many  ways  in  which  individual  states  have  moved 
beyond  slogans  to  thoughtful  action.  A number  of  new  programs  are  enabling  adults 
to  make  choices  about  Uieir  own  lives.  For  example,  more  and  more  adults  with  dis- 
abilities are  being  invited  to  serve  on  planning  committees,  and  adults  v/ith  mental 
retardation  are  becoming  home  owners  and  taxpayers. 

Also  at  the  conference.  Bob  Willian's,  commissioner  of  the  Adininistration  on 
Developmental  Disabilities,  addressed  current  concerns  about  the  political  atmos- 
phere in  Washington.  Thanks  to  Bob’s  quick  work  with  us,  we  were  able  to  adapt  his 
stirring  address,  which  he  delivere^l  with  his  augmentative  communication  device,  as 
a guest  editorial  in  this  issue  (see  page  45).  And  for  still  more  on  the  political  scene, 
see  Netwoiicmg  on  page  49. 

While  in  Washington,  I also  learned  that  Speaker  of  the  House  Newt  Gingrich  has 
established  a House  Task  Force  on  Disabilities.  For  more  information,  see  WmVs 
Happening  on  page  64. 

Let’s  celebrate! 

In  1996,  we  will  mark  Exc  KimoNAL  Parent’s  25th  birthday!  Exciting  plans  for  extra- 
special  issues  are  in  the  works — we  welcome  your  ideas  and  suggestions.  We  are 
even  exploring  tlie  possibility  of  a trip  for  hunilies  to  a fun  place  like  Walt  Disney 
World.  Tills  would  take  phice  in  (Xlolx'r  1996.  We  nc(‘d  to  hear  from  readers  who 
would  bo  interested  in  joining  us,  so  we  can  detennine  the  best  passible  prices  for 
travel  and  accommodation  packages.  Please  write  to  Disney  Trip,  E.xc'KimoNAi.  Pai^ent, 
209  Harvard  Street,  Ste.  :I03,  Brookline,  MA  02146;  (617)  7J10-9742,  fax. 
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Most  parents  of  bed  wetters  think  there 

IS  VERY  LITTLE  THEY  CAN  DO  TO  HELP. 


Some  3 million  children,  10%  of  all  kids  between 
5 and  10,  wet  the  bed  twice  a week  or  more.  If  your 
child  is  in  school,  chances  are  at  least  two  of  his 
classmates  are  in  the  same  leaky  boat.  No  child 
should  ever  feel  alone  with  this  problem.  But,  of 
course,  they  do. 

The  good  news;  More  is  known  than  ever  before 
that  can  help.  Once,  the  only  sure  cure  was  time. 
99.9%  of  our  children  leave  this  problem  in  the  dust 
as  they  grow.  And  now  there  are  some  new  ways 
to  give  time  a hand. 

THE  BEST  BEGINNING 

For  starters,  pediatricians  know  a lot  more 
about  the  causes  of  “enuresis”  (that’s  the  official 
medical  name  for  it)  than  they  used  to. 

Doctors  today  deal  with  this  problem  all  the 
time.  They  have  new  techniques  and  sometimes 
medicines  that  can  help  manage  bed-wetting,  if  not 
eliminate  it  altogether. 

And  now  (finally!),  there  are  pants  you  can 
buy  that  can  make  a real  difference  at  your  house, 
every  night  and  every  morning.  Your  child  will 
still  wet.  He  can’t  help  it.  But- from  now  on,  that 
doesn’t  have  to  mean  he  has  to  wet  the  bed. 


TOMORROW  CAN  BE  DIFFERENT 

The  makers  of  Pull-Ups*^  training  pants  have 
invented  the  first  and  only  disposable  underpants 
for  larger  children,  45  to  85+  pounds. 

Pull-Ups*  GoodNites*^  disposable  absorbent 
underpants  eliminate  the  rubber  sheets  and  the 
laundry  and  much  of  the  stress  that*  make  nighttime 
accidents  into  a bigger  deal  than  they  really  are, 
and  make  our  children  feel  small.  Smaller  than  they 
really  are. 

GoodNites  look  a lot  like  plain  white  under- 
pants, except  slightly  thicker.  They  come  in  two 
sizes  and  even  have  a label  in  the  back.  The  trim  fit 
helps  GoodNites  underpants  vanish  discreetly 
under  pajamas,  while  the  super  absorbent  middle 
is  ready,  just  in  case.  In  every  detail,  the  GoodNites 
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people  have  done  everything  possible  to  make  these 
absorbent  underpants  respect  our  kids  like  the 
grown-ups  they  soon  will  be. 

THE  WAY  THINGS  SHOULD  BE 

If  yours  is  already  a GoodNites  family,  there’s 
some  good  news  for  you,  too.  GoodNites  are' now 
even  more  absorbent  than  before. 

If  GoodNites  underpants  are  new  to  you,  now  is 
the  time  to  try  them.  You  will  rejoice  that  you  did. 

GoodNites  are  not  a miracle,  but  there’s  noth- 
ing like  them.  They  help  families  keep  bed-wetting 
in  perspective.  They  help  make  dry  mornings,  in 
crisp  clean  sheets,  routine.  And  make  sleep-overs 
and  other  normal,  healthy  everyday  kid  things 
routine,  too.  The  way  they  should  be. 

THE  GOODNITES  GUIDES 

GoodNites  underpants  were  developed  with  the 
help  of  pediatricians  and  other  childhood  specialists. 
You’ll  find  much  of  their  good  advice  in  these  little 
booklets.  One  is  written  for  parents.  The  other  is  for 
your  child.  For  copies,  please  send  $ 1 for  postage 
and  handling  to:  GoodNites  Guides,  P.O.  Box  1163, 
Maple  Plain,  MN  5,5592. 
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Appreciates  definitions 

I just,  wanted  to  let  you  know  I really 
appreciate  your  lecent  efforts  to 
explain  more  about  disabilities  men- 
tioned in  the  magazine,  particularly  in 
Semvh  and  Respond.  Fm  always  inter- 
ested in  learning  more  about  the  vari- 
ous “realities”  people  live  with  as 
“exceptional  parents,”  but  am  usually 
too  laay  to  go  look  up  information 
about  disabilities  I am  not  familiar 
with.  And  fiankly,  some  of  these  con- 
ditions are  so  rare,  I wouldn’t  be  able 
to  find  them  in  the  books  I own  any- 
way. Your  extra  efforts  in  this  regard 
make  your  magazine  much  friendlier 
and  much  easier  to  read. 

J.V/.R,  Notih  Carolina 

False  Accusations  of  Abuse 

Writing  in  the  August  1995  issue,  B.T 
of  Connecticut  responded  to  the  May 
1995  article  on  facilitated  communica- 
tion by  saying,  “I  would  rather  see 
someone  falsely  accused  of  abuse 
than  see  a guilty  person  not  be 
accused.” 

I am  gq)palled  by  this  statement! 
What  an  attitude — “shoot  them  all  and 


let  God  sort  them  out”  Far  too  many 
people  have  been  falsely  accused  of 
abuse;  their  reputations  have  been 
ruined,  their  lives  shattered.  In  B.T.’s 
philosophy,  tliey  are  expendables. 

Contrary  to  B.T.’s  belief,  we  cannot 
assume  children  are  always  truthful. 
We  must  consider  the  possibility  that 
a child  may  be  imagining  something, 
or  even  outright  lying. 

Fve  been  the  victim  of  a person  who 
needed  to  invent  this  type  of  situation. 

Tbm  Garten 
Wilkes-Barre,  Pennsylvania 

Ketogenic  Diet 

I have  read  with  great  interest  your 
coverage  of  the  ketogenic  diet  for  the 
control  of  seizures  (Letters,  June  1995 
and  Ask  the  Doctor,  July  1995).  Your 
Editor’s  Note  following  the  letter  in 
the  June  issue  states  that  the  diet  is 
“used  most  often  with  children  aged 
two  to  six.”  Although  it  may  be  true 
that  some  older  children  will  not  like 
the  diet’s  restrictions,  I thmk  most 
would  be  willing  to  try  anything  for 
the  possibility  of  being  seizure-free 
and  medication-free  for  life. 


In  July’s  Ask  Oie  Doctot‘  column.  Dr. 
Hirsch  says,  “This  diet  should  not  be 
the  first  choice  among  options  for 
seizure  control. . .”  Wliy  not?  I wish  I 
had  known  about  the  ketogenic  diet 
four  years  ago,  before  we  went 
thrc  jgh  four  medications,  thousands 
of  dollars  and  too  many  neurological 
tests  to  count  Why  would  any  parent 
choose  a lifetime  of  seizures,  medica- 
tions and  blood  tests  over  two  to  three 
short  years  of  following  a strict  diet? 

My  nine-year-old  daughter,  Renee, 
began  the  ketogenic  diet  on  June  27, 
1995. 1 can’t  even  begin  to  tell  you 
about  the  wonderful  changes  that  have 
resulted  Best  of  all  is  wo  more 
seizures!  Renee  is  never  hungry  or 
thirsty,  in  fact,  I have  to  keep  reminding 
her  to  drink  all  of  her  allotted  liquid 

Last  week,  I asked  Renee  if  she 
wanted  to  go  back  to  eating  all  the 
things  she  ate  before.  Her  reply  was 
an  emphatic,  “No  way!  I want  off 
these  pills!” 

I believe  every  parent  of  a child 
with  epilepsy  should  be  given  the 
opportunity  to  try  the  ketogenic  diet 
It  should  be  the  duty  of  every  neurolo- 
continved  on  page  6 


1b  reach  out  to  parents 
of  children  and  young  adults 
with  disabilities  and  special 
health  care  needs  and  to  tile 
professk)naU  who  serve  families 

> To  empower  parents  and 
professionals  by  providing 
practical  information  and 
emotional  support 
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Associate  Professor.  Department 
of  Occupational  Therapy,  School 
of  Education.  New  York  University, 

New  York,  NY 

EDWIN  W.  MARTIN,  Ph.D.,  President 
Emeritus.  National  Center  for  Disability 
Services.  Albertson.  NY 
JAMES  MAY,  MX,  M.Ed.,  Project 
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Superintendent,  Glcnbrook  School 
District  #225,  Glenview,  IL 
EDWARD  NEWMAN,  Professor. 
Temple  University  School  of  Social 
Administration,  Philadefphia,  PA 
BETTY  PENDLER,  M.S.,  Parent. 

Member.  NewYoik  Stale  Developmental 
DisabUiUes  TVnnlng  Council,  Nm  York,  NY 
STEVEN  P.  PERLMAN,  D.D.S., 
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Psychologist,  University  of  Utah 
Hospital.  Salt  Lake  City,  IJT 
HAROLD  TURNER,  D.D.S., 
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PRODUCT  NEWS 


Lightweight  Portability  Solves 
Transport  Problem 

Convaid’s  buggies  are  the  answer  for 
moms  and  kids  on  the  go.  Long  known 
for  rheir  patented  folding  design,  they 
told  with  all  positioning  adaptations  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  tor  indoor 
or  outdov^r  use,  Clrcte  # 209 


Full  Range  of  Accessories 

A choice  of  up  to  twe^tty  options  on 
Convaids  buggies  includes  a transparent 
detachable  tray,  made  i^f  unbreakable 
Lexan\  and  a detachable  canopy  for 
shade  and  protection  from  the  elements. 


New  Bus/Van  Tie-Down  Models 

Now  available,  the  Cruis  er  Transports,  a 
new  bus/van  tie-down  buggy  line  trom 
Convaid,  successfully  crash  tested  at  30 
MPH,  20g  decel  in  a forward-facing 
configuration  with  up  to  170  lb. 
dummy,  using  a Q-Straint  (with 
positive  lcx:k)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 


Convaid  s EZ  Rider  makes  transport  easy 
and  fun  with  six  colors,  several  sizes  and 
extensive  adjustability.  circle  # 210 


Lightiveightj:. 

. compact  foldhg,' 
positming- 
huggiei 


m- 


CRUISER 


Convaid  continues  to  add  to  its  broad 
ran^  of  positioning  buggies  to  fit  any  age, 
any  size  and  most  tight  budgets.  Choose 
from  the  Cruiser  line  with  its  many 
different  positioning  accessories,  the  EZ 
Rider  with  its  quick  folding  design,  or  any 
of  Convaid’s  compact  folding  busies.  Plus 
we  offer  the  Cruiser  Transport  line*  a 
bus/van  tie-down  successfully  tested  with 
up  to  a 1701b.  dummy. 

All  Convaid  buggies  feature  our  patented 
' loldii'ig  design  which  eliminates  slump  and 
vthe  h^il  of  accidental  folding  Imagac 
the  possibilities. 

Mode  wAe  USA.  FHeVearWanimr^. 

L i o 

Clrdt#12$ 


‘I'ill  ind;i\  t.« «■  yniir  liVc  h* '( bnrf\  ■. >r 
rhv  local  iniLol  y.nur  iWarvsi  ilvalcr. 

1.800>552vl020’ 
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Your  child  will  go  far... 
with  my  CooperCar! 


New  and  improved! 

1 ) More  power 

2)  Proportional  joystick 

3)  More  speeds 

Still... 

Adaptable  to  any  child, 
any  switch  and... 

...less  than  $1000! 

(FOR  BASIC  COMPONENETS) 


SAM 

...my  Switch-Adapted 
Mouse  device... 

...lets  you  plug 
switches  into  your 
computer! 


CrossScanner 

...lets  one  switch  (or  any 
pointing  device)  do 
everything  on  your  Mac 
or  Windows  computer! 


I also  make  a variety  of  special  needs 
software  for  your  Mac,  Windows,  or  Apple  II 
computer. 


The  line  comes  down . . .the  H 
finger  goes  across.  i 


Use  a single  switch  to 
control  both. 


Hi! 

I'm  RJ  Cooper,  inventor  of  the  CooperCar.  SAM. 
and  many  special  needs  computer  programs  for  your 
child.  I've  been  helping  parents  and  professionals 
for  lO  years  now.  and  I'm  here  to  help  you! 

When  you  call  me.  I'll  share  with  you  my 
experiences,  methods,  and  materials  that  have 
helped  thousands  of  children  become  successful, 
many  for  the  first  time  in  their  lives! 

So,  for  a free  catalog  or  advice,  call  me,  RJ,  at... 


1-800-RJCooper 


Lmm 

• RJ  Cooper  & Associates 

npyr 

24843  Del  Prado  #283  Dana  PT,  CA  92629 
Voice:  714-240-4853  Fax:  714-240-9785 
Email:  rjcoop@aol.com 


I 
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gist  to  inform  patients  of  all  treatment  options  for  seizure  con- 
trol, not  just  “drug  therapy.” 

In  addition  to  the  resources  listed  in  July’s  Ask  the  Doctoi\  I 
would  also  like  to  tell  parents  about  the  Keto  Klub  Newsletter; 
which  provides  iiTfonnation  and  helpful  ideas  about  die  keto- 
genic  diet. 

Lisa  Smith  j 
St.  Joseph,  Michigan 

Du  HiRSCti  RESPONDS:  lam  always  happy  to  hear  about  suc- 
cessful thempyfor  seizure  disarxiers.  In  many  individuals 
with  seizures,  a single  anticonvulsant  will  be  effective,  and 
have  few  or  no  side  effects.  For'  those  individuals,  this  option 
for  seizure  contivl  would  be  safer  and  easier  to  manage  than 
a ketogenic  diet.  However;  if  a seizure  disorder  appea  rs  very 
comjAicated  or  intractable  Qrarxi  ta  contfrol) — and  this  shmdd 
become  dear  within  trvo  years — a kelogenic  diet  rvould  be  a 
reasonable  therapeutic  option. 

Editor's  Note:  Subscriptions  to  the  Keto  Kim  Newsletier, 
published  quarterly,  cost  $20  in  the  U.S.,  $25  in  Canada  and 
$30  for’  other  countries.  For  a free  sample  copy,  send  a self- 
addressed  envelope  2oith  a 32^  stamp  to  K^KlmNI^vsLElTER, 
61557 Miami  Meadows  Q.,  South  Bend,  IN  46614. 

Fragile  X Syndrome  and  Genetic  Counseling 

I was  so  excited  to  ''  die  June  1995  issue  in  which  the  Ask 
the  Doctor  colunm  dealt  with  fragile  X syndrome.  It  seemed 
like  a giant  step  forward  in  our  goal  to  increase  public  aware- 
ness of  the  leading  cause  of  inherited  developmental  disability. 
But  two  months  later,  reading  the  article  “Genetic  Counseling” 
(August  1995),  my  heart  sank.  In  that  article,  a clinicial  geneti- 
cist listed  the  types  of  families  who  might  benefit  from  genetic 
counseling.  But  that  list  of  candidates  for  counseling  did  not 
include  families  with  a history  of  unexplained  mental  retarda- 
tion or  autism. 

The  genetic  counselors  and  geneticists  who  advise  our  par- 
ent group  would  certainly  disagree.  Please  set  the  record 
straight  and  let’s  take  another  giant  step  forward  together. 

Mary  Seivard,  President 
Frxigile  X Association  of  Southern  California 

Enimn's  Note:  llrarik  you  for  your  letter:  Our  experis  agree 
with  you. 


Tell  us  about... 

...  your  child’s  experiences 
(both  good  and  not  so  good) 
at  summer  camp. 

What  type  of  camp(s)  has  your  child  attended?  How  did 
you  choose  the  camp(s)?  If  your  child  has  attended  a 
“regular”  camp,  what  adaptations  were  made? 

Write  to:  Readers  Talk,  E.xch'PTiOiWAL  Parent,  209  Harva:xi  St., 
Suite  303,  Bmoklinc,  MA  02146,  (017)  730-8742  (faz).  A 
sampling  of  reader  rrs}x>nscs  to  this  question  tvill  appear  in 
a future  issue. 
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**Appropriate  movement 
not  static  positioning, 
is  the  key  to  improved 
health  and  independence.^* 

The  M.OVEf  curricxdum 
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Walking  with  his  father  is  now  a daily  joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  teachers.  M.O.V.E.*  and  Rlfton  Equipment,  Duane  Is  making  real 
progress.  The  M.O.V.E.*  curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disabilities.  Working  In  partnership 
with  M.O.V.E.*  founder  Linda  Bldabe,  Rifton  has  developed  a 
complete  line  of  equipment  to  support  the  M.O.V.E.*  program. 

•'Hu*  M.O.V.E.  furrUnUim  Is  topyrlgiilctl  by  the  Kern  County  Cahfomla 
Su perl nlen dent  of  Sehooln  and  Hrensed  to  M.O.V.E.  International 

Take  your  first  step  today.  Call  1-800-374-3866 
for  more  information  and  a free  catalog. 


Clrck#41 


Rlfton  For  Poopto  Itios  • PO  Box  901.  Route  213  • Rifton  NY  124  71  0901 


For  more  information  on  Apple 
products,  contact  us  at  800-600-7808. 

800-7SS-0601(TTY).oron  the 
Internet  at  applewdsj»^\»\vorld.coni. 

^plew 
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Rh  Incompatibility 

Surely,  there  has  to  be  another  family 
in  this  country  who  can  relate  to  our 
situation!  My  husband  and  I have 
incompatible  blood  types  due  to  the 
Rh  factor.  I am  Rh  negative;  he  is  Rh 
positive.  We  have  two  children. 
Throughout  both  pregnancies,  I 
received  excellent  prenatal  care, 
including  Rhogam  shots  to  prevent  any 
sensitization  between  my  blood  type 
and  my  child's  blood  type  should  they 
have  inherited  their  father’s  Rh  positive 
blood  (both  did).  We  thought  we  were 
safe  until  38  weeks  into  my  second 
pregnancy,  I found  myself  being  rushed 
off  for  an  emergency  C-section. 

My  daughter,  Rebecca,  spent  six  and 
a half  weeks  in  the  NICU  with  serious 
problems  caused  by  Rh  incompatibility, 
also  known  as  hemolytic  disease  of  the 
newborn  or  erythroblastosis  fetalis. 

Her  spleen  and  liver  were  enlarged, 
and  because  her  liver  was  not  function- 
ing well,  she  had  hyperbilirubinemia 
(jaundice  caused  by  excess  biliiubin  in 
the  blood).  Things  got  so  bad,  we  had 
her  baptized. 

Now  Rebecca  is  21  months  old  and 
has  cerebral  palsy.  She  can’t  do  any- 
thing for  herself.  Her  independent 
sitting  is  poor,  and  she  can’t  stand, 
crawl,  creep,  walk  or  talk.  Doctors 
told  us  that  because  I’m  now  produc- 
ing antibodies  to  Rh  positive  blood, 
any  fiiture  pregnancies  will  be  affected 
by  this  disease. 

We  know  that  prior  to  the  availability 
of  Rhogam,  more  children  were 
affected  with  Rh  disease.  Does  any- 
one know  them?  Or  is  anyone  going 
througli  this  now?  We’d  love  to  talk 
to  them  because  we  have  a lot  of 
questions. 

G.G  & S.C.y  Conm^ctirut 

Congenital  Muscular  Dystrophy 

Our  four-year-old  daughter,  Olivia,  has 
been  diagnosed  with  congenital  mus- 
cular dystrophy.  She  has  generalized 
gross  motor  weakness.,  but  her  flne 
motor  are  normal.  At  birtli  and 
throughout  infancy,  Olivia  appeared 
average  in  every  way  but  did  not 
achieve  milestones.  She  could  not 


hold  her  head  up,  crawl  or  use  her 
arms  or  legs  to  support  herself.  By 
nine  months,  if  placed  in  a sitting  posi- 
tion, Olivia  was  generally  able  to  main- 
tain that  position,  but  if  she  fell  over, 
she  could  not  get  up. 

At  the  age  of  13  months,  a blood  test 
showed  that  she  had  extremely  high  lev- 
els of  CPK  (creatine  phosphokinase)  in 
her  blood.  An  EKG  (electrocardiogram) 
and  EEG  (electroenceplralogram)  were 
normal  An  MRI  (magnetic  resonance 
imaging)  of  the  brain  showed  some 
anomalies,  Finally,  a muscle  biop^  was 
done.  Although  the  results  were  not 
clear-cut,  doctors  concluded  she  had 
congenital  muscular  dystrophy. 

At  18  months,  Olivia  began  physical 
therapy.  She  can  now  crawl  a short  dis- 
tance and  is  starting  to  climb  on  and  over 
low  objects.  She  also  scoots  on  her  rear 
end  She  uses  a manual  wheelchair  out- 
side oxir  home  and  in  preschool  She  is 
potty-trained,  intelligent  and  happy. 

Olivia’s  doctors  cannot  tell  us 
whether  she  will  continue  to  progress 
or  start  to  regress.  They  cannot  tell  us  if 
she  will  be  able  to  walk  on  her  own. 
They  caimot  tell  us  the  chances  of  hav- 
ing another  child  with  this  condition. 

We  are  looking  for  parents  whose 
child  has  the  same  or  a similar 
diagnosis.  We  want  to  know  how  they 
approach  day-to-day  life,  what  sort  of 
school  their  child  attends  and  whether 
they  have  had  other  children — “normal” 
or  with  the  same  diagnosis. 

C.D.j  California 

Undiagnosed 

Fm  interested  in  finding  someone 
who  may  know  what’s  wrong  with 
our  son,  David.  He  is  a three-year-old, 
white  male  with  hypotonia  (low  mus- 
cle tone),  scoliosis  (curvature  of  the 
spine),  cataracts  and  nystagamus 
(involuntary,  rapid  eye  movements). 
The  results  of  all  the  tests  and  musc*le 
biopsies  done  have  come  back 
negative. 

David  sc‘ems  to  umk'rsUuid  simple' 
c*ommands,  such  as  “give  me  a kiss.” 
But  over  the  last  six  months  Ik' 
stopped  eating  solid  foods  and  cut 
back  on  the  amount  of  milk  he  would 
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Back  and  forth,  in 
and  out  of  convcn- 
tional  hospitals  and  treatment 
programs.  Because  complex 
behavioral  issues  frustrate 
treatment  of  a young  child's 
neurobgical  deficits.  Our 
unique  medical  and  behavioral 
approach  can  break  the  cycle 
of  multiple  failures . 
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Hospital  for  Children  and  Adobscents  * 9407  Cumberbnd  Road  * New  Kent,  Virginia  23124  * N800'368'3472 

8b2 


Clrcl«#74 


Bui  Id  in  g A B r i^li  t er  JF  u t lire 


For  more  than  60  years.  Heartspring  has  helped  children  with 
disabilities  build  brighter  futures  for  themselves. 

Now,  Heartspring  is  ready  to  build  an  entirely  new  $12  million 
campus  to  continue  serving  those  special  children.  Pictured  above  is 
the  Heartspring  School,  just  one  of  the  many  buildings  tailor-made 
to  meet  their  requirements.  Other  facilities  include  six  comfortable 
student  homes,  specially  equipped  classrooms  and  therapy  rooms,  a 
recreation  center,  and  suso  a staff  training  facility. 

Through  the  years,  caring  Heartspring  professionals,  working  in 
interdisciplinary  teams,  have  developed  successful  programs  to  meet 
the  very  special  needs  of  each  child. 

This  year,  Samantha  learned  that  self-injurious  behavior  wasn’t 
necessary  to  communicate  her  dislikes;  she  learned  there  were  better 
ways  to  communicate.  Daniel  learned  to  communicate  his  thoughts 
and  ideas  through  a combination  of  picture  boards,  sign  language, 
and  computer  technology.  And  the  list  goes  on. 

If  you  know  a 
child  who  might  bene- 
fit from  Heartspring’s 
programs,  or  if  you 
would  like  to  know 
more  about  the  new 
campus,  call  today. 

Together  we  can  build 
a brighter  future  for 
your  child. 

PftoH)  coutmy  of  Madeline  McCullough  and  Ric  Wolford 


2400  JARDINE  DRIVE  ♦ WICHITA.  KANSAS  67219-4699 

1-800-835-1043 
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take.  Now  he  is  contiraioasly  fed  by 
NG-tube  (a  feeding  tube  that  goes 
through  his  nose  to  his  small  intes- 
tine). But  it  doesn’t  seem  to  be  work- 
ing— he  weighs  only  20  pounds  and 
continues  to  lose  weight.  He  is  also 
regressing  in  other  skill  areas,  particu- 
larly gross  motor  skills.  He  cries  so 
much  during  therapy  sessions  that  I 
wonder  if  it  is  worth  putting  him 
through  the  pain.  Otherwise,  he  is  a 
very  good-natured  child. 

Z).C.,  Indiana 

Toilet  Training  Equipment 

I am  an  occupational  therapist  in  a pub- 
lic school.  I am  looking  for  a soiuce  for 
“high-tech"  toilet-training  equipment  (for 
exaiuple,  moisture-activated  switches 
tiiat  can  be  placed  in  underwear  and 
potly  chairs  that  play  music  when  a 
child  urinates).  Such  equipment  would 
allow  for  immediate  reinforcement  of 
the  desired  “behavior"  and  mininuze 
time  spent  on  the  poUy  chair.  I would 
appreciate  any  leads  on  these  types  of 
items. 

5.S.,  Illinois 


Search  and  Re^d  is  an  oppoifunify  for  ourrcaders  to 
exchange  information  about  their  piactica!  experiences 
meeting  the  everyday  challenges  of  life  with  a child  or  ado- 
lescent with  a disabl%  We  also  expect  parents  to  ask  appro- 
priate professionals. 

Please  indicate  whether  the  tetter  is  a search  or 
responsa  Ifanesponse,  be  sure  to  note  in  which  issue  the 
original  Search  l^r  appeared.  Ali  responses  are  forwattted 
to  the  writers  of  the  Se^  tetters;  some  are  published. 
PubUshed  tetters  rnay  be  edited  for  purposes  of  space  and 
darity. 

Write  or  fax 
Search  or  Respond, 

Exceptional  Parent 

209  Harvard  Street,  Suite  303,  Brookline,  MA  02146- 
5005 

Fax(6l7)73(W42 

For  information  about  specific  disabOides,  contact  the 
National  Organization  for  Rare  Disorders  (N(M)),  100  Rt 
37,  RO.  Box  8923,  New  Fairfield.  CT  06812,  (m)  999-NORD, 
(203)  746^18.  see  “National  Resources  Spedfic 

Disabilities  and  Conditfons"  in  Excawm  Pmtfs  1995 
Resource  Guide  (January  1995). 

Ibe  National  Parent4o-Parent  Support  and 
Information  System  (NPPSIS)  is  a not-for-profit  service 
that  keeps  tra^  of  children  with  diagnosed  and  undiag- 
nosed disabilities  whose  parents  are  looking  for  a match. 
Parents  are  matched  with  a“veteran  parent,"  who  has  an 
okter  child  with  a simitar  condition  arid  vvho  is  wiHing  to 
provide  guidance  and  support  Contact  NPPSIS,  RO.  Box 
907,  Blue  Ridge,  GA  30513;  (800)  65M151  (V/TTY)  or 
(706)  632^  (Fax). 
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Stockton"  Bed 


EARD’s  Stockton"  'Age  Appropriate”  Bed 
accommodates  your  child  with  the  safety 
and  convenience  you  would  expect  from 
the  nations  H manufacturer  of  hospital  cribs 
and  youth  beds. 

hard’s  “Age  Appropriate”  Bed  includes  these  exclusive  features: 

• Available  in  a rainbow  of  colorful  epoxy  finishes 
and  laminate  colors  to  match  your  room  decor. 

• Currently  available  in  custom  sizes  to  accommodate  all  ages. 

• Hi-Lo  adjustment  for  convenience  and  safety. 

• Attains  all  orthopedic  and  comfort  positions. 

• Crib  type  safety  sides  are  close  to  the 
mattress  to  protect  arms  and  legs. 

Ifyott  would  like  information  about  how  our  full  line 
of  beds  and  cribs  would  benefit  yottr  child,  as  well  as 
locating  your  nearest  HARD  dealer. . . call  us  today! 
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Tilt  / Recline  Model 

I "Twice  the  growth  with 
two  seating  systems. " 


Th«  kld^BXtm  Positioning  shall  in  the 
Floor  Sittsr/  High  Chair  Baca  and  tha  fotdad 
Mobility  Basa. 


* Kids  can  grow 
from  the 
kSd-EZtm  to  the 
kfcf-EXtm 

* 5 years  of 
Growth 

* Complete 
Positioning 
System 

EZ  to  fold 
' to  transfer 
to  adjust 
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Self-stimulation  and  Smearing 

K.D.  (My  1995)  has  a 10-year-old  daughter^  Aimee,  who 
has  sevefv  mental  retaidation,  is  nonvertal^  has  an  uiicon- 
tyvllable  seizure  disoidey^  and  weais  diapeys.  K.D.  was  look- 
ing for  advice  on  contmlling  Aimee's  habit  of^^masturbat- 
ing''  until  she  had  a bowel  movement,  then  '"body  painting'' 
with  het^  cnmi  feces. 

I am  an  occupational  therapist  (OT)  who  has  worked  with 
iinother  child  who  smeared  feces.  Here  are  suggestions  that 
worked  for  us: 

• Set  up  a routine  that  could  substitute  for  the  smearing: 

Give  her  body  rubs  with  body  oil,  and  hand  rubs  with  strongly- 
scented  oil  or  lotion.  Be  sure  to  do  the  substitute  “treatmenr 
frequently  and  regularly,  so  it  is  predictable  to  Aimee. 

« Use  tight  (lycia/spandex)  ^votic-out  clothing  oyierAimee's 
diapey^  Footed  tights  plus  a one-piece  “unitard”  on  top  should 
make  it  difficult  to  get  fingers  inside  the  disqper.  With  a cloth  dia- 
per underneath,  this  outfit  could  also  be  used  for  swimming. 

• At  sivirn-time  it  would  not  seem  inappropriate  for  Aimee 
to  wear  a rubber  ir\flatable  ying  with  a sling  seat,  the  type 
used  by  small  ch  ildyen.  Perhaps  your  OT  could  help  make  it 
snug  enough  that  Aimee  has  trouble  reaching  under  or  around 
it.  This  ring  could  also  be  used  at  home  during  playtime,  but 
not  in  bed. 

We  have  had  the  most  success  by  expeccing  any  habit,  such 
as  self-stimulation,  to  be  under  control  while  the  child  is  with 
others,  rather  than  expecting  it  to  be  eliminated  at  all  times. 

J.O.,  Connecticut 


Waterbed? 

D.S.  (July  1995)  wendeys  if  her  one-year-old  daughter,  who 
has  spastic  quadyiplegic  ceyetnvl  jyalsy  ayid  limited  ynove- 
meyit,  is  comfoyiable  sleeping  on  a flat  mattyess.  D.S.  tvas 
consideying  the  puyvhase  of  a wateyted  ayid  wondeyed  if 
othei*  payeyits  could  share  their  expeyiences. 

Our  son  is  10  years  old  and  has  multiple  disabilities.  He  is 
deaf  and  blind,  and  has  hydrocephalus,  a seizure  disorder  and 
spastic  quadriplegic  cerebral  palsy.  When  Michael  was  18 
months  oid,  he  began  banging  his  head  in  his  crib.  At  that  point, 
we  decided  to  buy  him  a waterbed.  We  hoped  it  might  stop  his 
head  banging,  and  we  also  thought  it  might  be  more  comfort- 
able and  provide  him  with  different  sensations. 

The  bed  we  purchased  had  a semi-waveless  mattress,  which 
allows  only  a minimal  amount  of  motion.  But  soon  after  getting 
the  bed,  Mike  learned  how  to  move  around  with  the  small  move- 
ments of  the  “waves.”  Within  six  mouths,  he  began  crawling. 

Today,  Mike  can  walk  with  assistance  and  can  pull  himself 
up  to  stand.  Ills  multiple  disabilities  limit  him  greatly,  but  all 
things  considered,  he  is  doing  quite  well. 

J.R.,  illiywis 

1 

■ We  liave  adopted  tliree  children.  All  three  have  spastic 
quadriplegic  corebnrl  palsy. 

Our  two  older  children  came  to  as  when  they  v^ere  less  than 
one  year  old;  neither  had  any  movement  at  all.  We  immediately 
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Braiwhasmsntly 
ideased  a hdpful  booklet 
entiUed'GuiddiivesMf 
» you  are  seeking  an 
adapted  vehicle,  this  is 
tin  exceUenl  resource  for 
equipment  sdectioit 
•iKi  fundix>g  fiouim. 
AH  soim:e6fcHr  motor 
vriucie  rebates  are 
also  listed  in  this 
^ comprehensive 
boo^» 
'Tluidelines''  is  available  at  no 
charge  by  callhv^  ftraun  toil  free  at 
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Entervan' 


The  reliability  and  perprmnce  of  the  new  electromedmiad  kneeling  system  sets  the  Braun  Entenm'^ 
apart  from  other  low  floor  anwersions.  The  Braun  Corporation  has  a large  sdection  ofEnteroanf  in  sto*, 
converted  and  ready  for  delivery,  ____ 

Rjounding  out  Brauns  complete  mob- 
ility  package,  the  new  rear-entry 
Wmdstar  Enter  is  the  economical 
choice  for  the  couple  or  stmdl  family. 


International  Leader  in 
Personal  Mobility  Products 


No  matter  what  your  iieeds,  Braun  has  a 
mobility  system  designed  for  you.  The  ori- 
ginal lift-A-Way®  platform  lift  is  a reliable 
performer  proven  with  over  two  decades  of 
use.  For  greater  ambulatory  and  cargo  access, 
we  offer  the  Swiiig-A-Wa^,  The  lift-A-Way 
D/C*  rounds  out  Braun's  lift  sdection.  And, 
for  the  person  who  transfers,  the  Braun  Chair 
Toppei*  conveniently  stores  a conventional 
folding  wheelchair  out  erf  your  way. 

The  Braun  Corporation.  Mobility  at  its  best 


The  Braun  Corporation  has  establislied 
their  products  as  the  benchmark  for 
International  Personal  Mobility.  Now,  with 
the  introduction  of  the  exclusive  electro- 
mechanical kneeling  system,  the  Braim 
Entervan"'  offers  a new  level  of  reliable 
mobility. 

The  electromechanical  non-air  kneeling 
system  automatically  lowers  the  rear  of  the 
vehicle  while  the  door  is  opening.  This 
design  utilizes  Chrysler  coil  springs  instead 
of  aiibags,  and  automatically  returns  to 
normal  driving  height  wheit  the  door  closes 
or  when  the  vehicle  is  taken  out  of  park. 

Even  in  the  event  of  dectrical  failure,  the 
mechanical  override  will  return  the  vehicle 
from  the  kneeled  position. 

Braun  has  a large  selection  of  Entervans~  in 
stock,  convert^  and  ready  for  delivery. 

Call  1-80B-THE  LIFT  for  more  infoimation 
and  the  AU-3iar  Distributor  nearest  you. 

The  Braun  Corfforation  i5  the  intcmatkmsl  letider  in  mebUity  products.  With  font  dhisms  and  a ivoridunde  All-Star  Distributor 
network,  uv  are  vositiomd  to  provide  the  equipment  and  sendee  you  need.  Our  commitment  to  i/oitr  Mthfat  tion  is  alw  supfxfrted  tty 
our  Three-Year  Worry-Free  Limited  Wimtufy.  Simply  call  1-BOO-THE  LIFT  for  the  Bmuti  All-Star  nearest  you. 
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put  them  in  free-flow  waterbeds, 
watennattresses  that  do  not  control 
“waves.”  They  both  benefited  greatly 
from  the  immediate  reinforcement 
they  received  for  even  minimal  move- 
ments. Now,  our  l^-year-old  son 
“scoots”  all  over  our  home  and  our 
nine-yearold  son  rolls  where  he 
wants  to  go.  Neither  one  has 
significant  contractoes  or  scoliosis.  I 
believe  the  integrity  of  their  musculo- 
skeletal systems  is  a direct  result  of 


the  movement  that  was  encouraged  | 
by  use  of  their  waterbeds  at  night,  ] 

along  with  proper,  secure  positioning  j 
during  the  day.  Our  newest  child,  a ! 
one-year-old,  has  been  in  a waterbed 
for  six  months,  and  is  now  starting  to  ! 
push  her  foot  against  the  side  to  rock  } 
herself.  i 

R.R.  & P.R,  FloHda  | 

■ Even  before  our  child  was  bom,  | 
we  knew  he  or  she  would  sleep  on  a 1 


To  soin(  oI  our  potients, 

0 H((eii|ul  tlierop) 
lessioD  is  simply  o matter  oj 


puttiup  on  0 lioppy  fate. 


Her  face  lights  up  os  she  reaches  to  her  right  for  the  shiny  plastic  red 

mouth.  Then,  carefully  keeping  her  balance,  she  turns  to  her  left  for  the 

bnght  green  feet.  She  looks  up  into  her  therapists  eyes  and  squeals 

with  delight.  X Two-year  old  Mandy  is  having  fun.  But  she's  aauolly  re- 

covenng  from  a head  iniury  which  left  her  arm  partially  paralysed.  To 

moVvate  her  to  exercise  her  muscles,  Mancfys  physical  therapist  chose 

a popular  assistant.  N[r.  Potato  Head.'  Its  one  of  tie  creative  ways  we  ' 

help  the  children  who  come  to  Health  Hill  for  rehabilitaUon.  X Our  goal 

IS  to  help  our  children  go  home.  And  if  a fnend  like  N\r.  Potato  Head 

can  help,  we  couldn’t  be  happier  Health  Hill  Hospital  For  Children. 

J80I  MuiUn  Luther  KjngJr  Dr^v,  Gcwland.  OH^'tlO'f.  216  /21-5^100 


HbMJiH  Hill  Hospital  For  Ciuuirln 

He/pen^j  (htidtvn  /tvl  bcttei  wtnlo  thoy'ic  i^rUing  bcltrr 
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waterbed.  I was  tlie  owner  of  a bed- 
room store  specializing  in  waterbeds. 

Our  son  was  bom  witli  spastic 
quadriplegic  cerebral  palsy.  Because  I 
worked  in  the  industry,  I was  able  to 
have  a custom-built  frame  and  water- 
mattress  made  for  him.  Because  we 
worried  about  him  rolling  out  of  bed, 
we  installed  a clear  Plexiglass  wall  on 
the  side — ^about  10  inches  higher  than 
the  top  edge  of  tlie  frame.  While  pro- 
tecting him,  it  allowed  him  a clear 
view  of  the  room  and  everything  that 
was  going  on  around  him. 

We  believe  that  the  warmth  provided 
by  the  heated  waterbed  helps  his 
muscles  to  relax  while  he  is  sleeping. 

A waterbed  is  not  a cure-all;  he  also 
attends  occupational  and  physical 
therapy  sessions  and  is  involved  in  a 
horseback-riding  program. 

Over  the  years,  weVe  also  noticed 
that  our  son  sometimes  develops 
pressure  sores  after  hospital  stays. 
This  has  never  happened  at  home 
where  he  uses  his  waterbed.  In  the 
waterbed,  he  can  sleep  all  night  with- 
out <^ding  to  be  turned. 

1 am  a member  of  the  board  of 
directors  of  the  National  Waterbed 
Council  (236  Rte.  38  W,  Ste.  100, 
Moorestown,  NJ  08057),  which  can 
provide  additional  infomiation  about 
waterbeds.  The  Council  s sister  orga- 
nization, the  Flotation  Healtli  Care 
Foundation  (5757  W.  Century  Blvd., 
#512,  Los  Angeles,  CA  90045)  can 
help  pro\4de  waterbeds  to  individuals 
who  need  one  for  a medical  reason, 
but  lack  the  necesaiy  financial 
resoui'ces.  You  msiy  write  to  these 
organizations  for  more  infomiation. 

I would  also  like  to  offer  my  assis- 
tance to  any  Exceptional  Parent 
reader.  I can  provide  infomiation  or 
referrals  to  helpful  waterbed  dealeis. 

D.A/.,  Indiana 

Eimxm's  Note:  Reader's  wishing  to 
take  D.M.  up  on  his  ojjer  of  assis- 
tance may  'irrite  to  him  cJo 
ExcEirioEAL  Parent,  209  Havixmi 
St.,  Ste.  :m,  BiXH)kUm\  MA  02140. 
On  the  toicer,  lejldiand  mnierof  the 
envelof)e,  f>lease  include  the  worxLs, 
^A^FTN:  mter'beds.^^m  will  forward 
all  fetters  to  D.M. 
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Braukt  has  recently 
released  a hdpful 
boc^det  entitled 
"GuWielin^'.  Ilyou 
are  seeking  an 


this  is  an  excellent 
resource  for 
equipment 
sdedionand 
funding  souxees. 
Allsourcafor 
motor  vducle 
rei)ates  areialso  listed  in  this 
comprehensive  booklet.  '"Guidelines"  is 
available  at  no  charge  by  calling  Braun 
toUfrecatl-aOO-THBUFT. 


The  Biaun  G)mpamon  Seaf 


If  you  have  difficulty  entiyjh^  and  exitir^ 
your  vehicle/  the  new  Cdmpanion  Seat^  is 
your  key  to  greater  moHlity  Its  automatic 
operation  and  rugged  construction  enable 
semi-^ainbulatory  persons  to  reliably  and 
conveniently  board  Dodge  Caravan  or 
Plymouth  Monger  minivans. 

seat  e^:tends  20“  and  tilts  forward  a full  6” 
to  make  boanling  safe  and  easy.  Once  on  the 
seat,  you  are  smoothly  raised  into  the  vehide 
by  pressing  the  convenkntly  mounted  switch. 

you  have  left  to  do  is  manually  rotate  into 
the  forward  facing  position.  To  exit,  the 
procedure  is  ^ply  reversed. 

The  Companion  Seat*  utilizes  your  van’s 
origjmai  seat,  bu  t replaces  the  existing  seat  base 
with  a unique  power  base.  When  not  needed, 
it  funettom  exactly  as  the  passenger  seat  This 
feature  nukes  it  perfect  for  active  tediks  with 
oriyof«membCT  who  needs  assistance.  And, 
as  always,  Braun  thoroughly  tested  the 
Compaiuon  Seal*  to  meet  all  applkaWe  federal 
motor  vehkie  safety  standaidi. 

Ni USA  OiawtWr.HW  CAUIA 

Tht  Bnuft  Corpcrtikm  k tht  inta  mtkmt  tmder  in  mftWrty  prorfiirtf . WWh  four  divioions  and  a worldwide  diothbnior  netwri^  we 
att  pcaitiomd  h wwirff  the  and  ttrvktr  you  need.  Our  cpfnmHmerd  to  your  mtiafaeikm  h oho  ntpyortad  imr  Vim- 

YnrVfofty-FmUmikdWarrtmtjj.  ‘XfdytaUt^OO-WtUnfortkeBraiindiatnma^ 


If  you  need  financial  assistaiKe,  Chrysler  off^ 
ca^  irf>ate8  towaids  the  purchase  d adaptive 
equipment  through  the  Chrysler  CorpOTation 
AutoiiK)bflity  Program.  Ask  your  kx^foaun 
distributor  about  offier  sources  of  assistant 

For  more  information  oa  the  Companion  Seat* 
or  other  Braim  mobility  pjoducls,  call  us  today 
atl-BOO-TKELEFT.  Vifewfflgjive  you  the  name 
and  locatkm  of  distdbu tore  m your  area. 

Now  more  than  ever,  mobility  is  one  of  the 
most  important  ^iihgs  to  your  Let  Braim 

and  the  Companion  Seal*  b^  the  answer  to 
yournceda. 

Patents  Pending 

ItSMil 

jcoi^tnoi. 

••ProvicHng  Access  tc  th6  World*' 
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Five-year-old  buccaneer 
Rachel  Leanna  Tung,  of 
San  Francisco,  California, 
paused  from  her  pillaging  to 
smile  for  the  camera. 

Rachel,  now  7,  has 
undiagnosed  developmental 
delays  and  low  muscle 
tone,  and  was  bom  with  a 
cleft  palate.  She  attends 
Ulloa  Elementary  School  in 
San  Francisco.  *"Ohe  has 
lots  of  friends  there,”  writes 
Rachel’s  mom,  Linda.  “She 
really  enjoys  school.” 


Young  dragon 
BrerKlon  Kirsch  of 
Sherman  Oaks, 
Califomia,  carefully 
guards  his  bag  of 
Halloween  goodies. 
Breixlon,  17 
months,  has 
cerebrai  palsy.  “Ha 
enjoyed  strolling 
through  the  local 
malinhisoostune,” 
writes  Mom  Marcy. 
She  adds  that  the 
scaled  suit  was 
“ky/ingly  made” 
by  his  li^ysitter, 
Hilda  Cabf^ 
of  Van  Nuys, 
C^xnla 


Would  you  liko  to  ohoro  6 favorite  candid  snapahot  or  atida  of  your 
child  and/or  family  with  other  readers  of  Exceptional  Papent?  Send  it  to: 
Readers'  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  was 
taken,  address  and  daytime  phone  number,  and  Identify  everyone  in  the 
photo.  If  you  like,  you  can  also  write' a few  sentences  about  your  child. 
Then  look  for  a familiar  face  in  an  upcoming  Issue! 


Six-year-old  Jeremy  Latta  (right)  is  ready  to  trick-or- 
treat  ’til  the  cows  come  home!  Jeremy,  shown  here 
with  sister  Ashley,  4,  loves  cows.  'The  one  sound  he 
can  make  clearly  is  'moo,”’  explains  his  mother, 
Janice.  ' When  he  put  on  his  costume,  he  absolutely 
beamed  with  joy.”  Jeremy,  of  Plymouth,  Massachusetts, 
has  chromosome  XYY,  autism  and  a seizure  disorder. 


Elyse  Ritter,  2,  (left)  of 
Columbia,  South 
Carolina,  and  her  five- 
month-old  brother, 

Adam,  celebrated 
Halloween  1992  in 
style.  “We  think  they 
made  adorable 
pumpkins,”  write  their 
parents,  Stephen  and 
Frieda.  Adam  liked  life 
as  a pumpkin  so 
much,  he  stuck  with 
that  theme  the  following  Halloween,  but  Elyse 
decided  to  branch  out  and  don  the  garb  of  Snow 
White.  The  Ritters  describe  themselves  as  “big  fans” 
of  Exceptional  Parent.  Elyse  has  cerebral  palsy. 


Jason  Montgomery,  14,  of 
Pemberton,  New  Jersey,  takes 
his  Halloween  costume,  the 
“SS  Jason,”  on  its  maiden 
voyage.  Jason’s  mom,  Carol, 
writes  that  her  son’s  wheel- 
chair float,  inspired  by 
Excefronal  Parent’s 
September  1994  article 
“Halloween  Magic,”  was  the 
first  of  its  kind  at  his  school — 
Burlington  County  Day 
Training  Center  in  Mt.  Holly, 
New  Jersey— and  a big  hit 
with  teachers,  who  found  it 
easy  to  wheel  him  from  class 
to  class  for  trick-or-treating. 
Jason  has  Angeirnan  syndrome. 
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Camryn,  13  months,  enjoys  a walk  in  the  rain  with  Dad. 


Have  you  ever  been  taken  by  surprise  by  your  emo- 
tions? It  happened  to  me  recently,  when  I saw  a promo 
for  the  movie  Pimcchio.  All  of  a sudden,  I found 
I myself  dealing  with  a whole  set  of  feelings  I had  packed 
I away  and  pushed  to  the  back  of  my  “emotional  garage” — 
one  of  these  days,  IVe  got  to  clean  that  place  out! 

Tliat  movie  promo  brought  me  back  to  the  moment  my  j 
wife  and  I learned  that  one  of  our  twin  daughters  had  a | 
chromosomal  disorder.  That  day,  as  the  doctor  spoke,  I 

there  was  a part  of  me  that  w^anted  Camiyn  to  be  a “real” 
girl,  in  the  same  way  ^leppetto  wanted  Pinocchio  to  be  a 
“real”  boy. 

I knew  children  with  disabilities  were  held  up  not  witli 
strings,  but  with  I.V.  lines,  braces  and  medication.  Tliey 
were  also  held  up  by  their  parents.  But  Cary  and  I were  so 
unprepared.  Who  was  going  to  hold  us  up?  j 

Several  years  later,  looking  back  at  those  feelings,  I | 
know  what  held  us  up — our  friends,  our  family,  our  faith 
I and  networking  with  other  parents.  Sometimes  Cary  and  I 
held  each  other  up;  other  times,  we  simply  ‘’held  on”  i 

because  we  had  no  choice.  ' 

Understanding  helps,  too — understanding  that  it’s  okay  i 

- — ~ to  have  a child  ; 

Gregory  Bums  dons  a party  hat  to  help  a disability, 

daughters  Camryn  (left)  and  McKenna  By  now,  however, 
(right)  celebrate  their  second  birthday. 


Accepting  Pinocchio 

Maybe  we  can  learn  to  be  "real”  parents 

by  Gregory  Bums 

my  wife  and  I have 
gone  beyond  “okay” 
to  realize  we  have 
been  truly  blessed 
It’s  ironic,  but  if 
people  were  judged 
by  how  loving  they 
were,  kids  like 
Canuyn  would 
finish  first  in  the 
human  race. 

Maybe  we  have 
something  to 

learn  from  our  “Pinocchios.”  Maybe  they  can  teach  us  to 
be  “real”  parents.  Knock  on  wood.  EP 

Gregofy  Burns  lives  in  Issaquah,  Washington,  and 
works  for  Microsoft  Corporation.  His  wife,  Caiy,  is  a 
full-time  mom. 

They  are  the  par- 
ents of  four-year- 
old  twin  girls, 

Camryn  and 
McKenna. 

Camryn  has  rdrig 
chromosome  14,  a 
rare  genetic  disor- 
der that  causes 
seizures  and 
developmental 
delays.  There  are 
feiver  than  seven 
known  cases  of 
the  disorder  in 
the  U.S. 


Three-and-a-haff-year-old  twins  Camryn 
(left)  and  McKenna  enjoy  “snow  surfing” 
near  their  home  In  Issaquah,  Washington. 


According  to  her  dad,  Camryn  just  loves 
people--especlally  Grandpa  Richard 
Bums. 


Fathers*  Voices  is  a ivgularfeatuiv  of  ExcFjmoNAi.  Parent  magazine.  This  col- 
umn, coordinated  by  James  May,  Project  Director^  of  the  National  Faiheds 
Netumic,  fociuses  onfaihers*  experiences  ivating  children  with  special  needs.  Your 
contributions  to  this  column  a>v  encouraged. 

For  more  irforvuition  about  the  National  Fathers*  Netivork  (NFN)  or  to 
receive  theirneivsletter,  unite  or  call:  Nalional  Fathers*  Network,  The  Kindering 
Center,  161:20  N.E.  Eighth  Street,  Bellemw  WA  98008,  (206)  747-4004  or  (206) 
284-9664  (hiv).  Funded  by  a Maternal  and  Child  Health  Bureau  grant,  the 
NFN  jrrovidcs  netivorfcing  opporiunities  for  fathers;  develops  support  and  men- 
toring pj^^na^ns;  and  creates  cimieuhnn  promoting  fathers  as  significant, 
nurturing  people  in  their  childrerYs  and  families*  lives. 
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Call  Toll-Free 
1 -86o-963-8886 
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State Zip  Code 
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Frank  Bernard  Jr. 

His  comic  strip  finds 
humor  in  disability 

Fnmk  Bernard  Jr.,  28,  is  a catloonist  and  the  creator  of 
**Fnnny  as  a Crutch,”  a comic  strip  series  about  the  mis- 
adventures ofFtxinkie,  a young  boy  who  ivaiks  with 
cndches,  and  Sfia)pto)ij  his  tnisted  poivupine  companion. 
Bernani,  who  has  spina  bifida,  attended  the  Mas.s- 
achnsetts  College  of  Art  for  two  yeats.  He  created  'Tunny 
as  a Cnitch”  in  hojyes  that  its  readas  would 
become  more  comfortable  mound  people 
2Vith  disabilities.  The  comic  strip  cunently 
appears  weekly  in  a local  Massachusetts  7ietvs- 
paper,  Tm:  Chelsea  Rexvrd. 

Bernani  explains  that  he  emns  the  bulk  of 
h is  "ca  )1oon  i ng  i nco me”  do  i ng  ca  lica t u res  a t 
weddings,  ixniies  and  other  social  Junctions. 
He  also  does  occasional  political  cartoons  Jbr 
7ieu\spapeis  in  the  givatei'  Boston  area.  In 
ivcent  yems,  Bnnard  has  become  ?r?(7ms- 
ingly  interested  in  animation.  He  wonUl  like  to  find  icoik 
with  an  animation  studio,  maybe  even  xnore  up  to 
Disney  one  day.  His  shoii-term  goal,  howevei\  is  to  hare 
"Funny  as  a Cmtch” syndicated,  llwjbllowing  was 
adapted  fix>m  an  interview  between  Bernani  and  Michele 
San  Filipjx),  an  Exckiwioxal  Barest  editorial  intern. 

I was  bom  with  spina  bifida,  meaning  my  spine  w<is  not 
fiiUy  developed.  The  doctor  who  delivered  me  didn’t 
think  I’d  live  past  the  age  of  two.  My  parents,  Prank  and 
Mary,  really  didn’t  believe  that.  They  have  always  had  a lot 
of  faith  in  me. 

Six  houi*s  after  birth,  I underwent  the  first  of  about  20 
surgen  *s,  tliis  one  to  repair  the  o}>enn\g  in  my  spine.  At  six 
months,  I had  a shunt  put  into  my  head  to  drain  spinal  duid 
that  otherwise  would  go  to  my  brain  and  kill  me. 

My  pcirents  have  always  boon  very  loving,  but  they  tend 
to  be  a bit  overprotective.  When  I was  growing  up,  they 
didn’t  give  ni('  mu(’h  ind(‘pen(tenc(\  They  now  dm  e me 
ai*ound  to  jobs  doing  caricatures  at  parties  iuid  weddings. 
Somotiinos  they  want  to  give  me  rides  when  I don’t  need 
them.  They  always  panic  when  I siiy,  "No  thanks.  I’m 
hiking  the  tmin.” 


Getting  started 

I used  to  hate  art  as  a child, 
especially  painting  because  it 
was  messy.  But  cartooning 
looked  like  fun.  At  eight,  I began 
doodling  while  w^atching  cartoons 
on  television.  Bugs  Bunny  was  the 
first  character  I learned  to  draw. 

In  fifth  grade,  I started  drawing 
cartoons  for  the  student  newspaper. 

I invented  characters  like  “Tippy, 
the  Tiger”  and  “Harvey,  the  Dog  Catcher.”  But  I got  my  first 
real  taste  of  cartooning  “stardom”  when  I was  in  seventh 
grade  at  Our  Lady  of  the  Assumption  School. 

A friend  of  my  mother’s  visited  the  school  and  saw  me 
doodling.  That  afternoon,  she  took  me  dovm  to  the  local 
newspaper.  The  Chelsea  Recofd,  and  showed  my  work  to 
the  editor.  The  editor  said  to  me,  “You’re  in,  kid.”  So  I got  my 
first  gig  when  I was  12,  and  the  pspev  published  my  work 
periodically  from  1979  to  1981. 

Trying  to  fit  in 

In  1981, 1 stalled  liigh  school.  It  w'as  a veiy  difficult  experi- 
ence because  of  social  and  physical  obstacles.  Chelsea  High 
School  had  tloree  flooi's  and  no  elevators.  People  would 
sometimes  help  me  cany  my  books,  and  I was  given  extra 
time  between  classes,  but  it  still  was  very  difficult. 

The  physical  baniers  at  Chelsea  Higli  became  such  a 
distraction  tliat  in  my  jimior  year,  I transferred  to  tlie  high 
school  in  nearby  Saugus,  Massachusetts,  because  that 
sch(K)l  had  only  one  floor.  But  although  this  move  removed 
some  physical  bcuriers,  it  added  new  social  barriers.  I was 
no  longer  in  my  hometown;  I suddenly  had  to  ad^)t  to  a 
new  school  wiffi  unfamiliar  teachers  and  students.  Luckily,  I 
made  some  frien  is  who  helped  me  along  the  way. 

But  I was  nevei*  n dly  comfortable  at  Saugus  High,  and 
my  grades  showed  it . I should  have  graduated  in  1985  but 
didn’t  have  enougli  ( ^ lits.  I rehuued  to  Chelsea  High  for 

my  senior  yeai*  and  graduated  in  1986. 

I had  many  friends  who  accepted  me  the  way  I was,  but 
there  still  was  some  letising.  I tried  to  fit  in.  I tried  to  get 
people  not  to  see  my  cnitches.  I would  play  baseball  by 
dropping  the  crutches  and  throwing  the  ball  around.  I couldn’t 
run,  but  I still  tried  to  participate 
in  athletics. 

I would  always  ex|iiain  my 
disability  to  friends  immediately. 
Some  were  comfoi1al)le  with  the 
discussion;  some  weren’t.  I 
couldn’t  believe  that  there  were 


Four-year-old  Frank  (front)  gives 
older  brother  Christopher,  6,  a ride 
around  the  livingroom  on  the  back 
of  his  toy  moped. 
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people  who  actually  thought  spina  bifida  was  a disease  you 
could  catch,  A lot  of  people  still  aren’t  comfortable  around 
me,  and  it  botliers  me.  That’s  one  of  the  reasons  I started 
doing  “Funny  as  a Crutch.” 

"‘Funny  as  a Crutch’’ 

During  the  sununer  of  1986, 1 was  trying  to  come  up  with  an 
idea  for  a comic  strip  when  my  mom  suggested  I do  one 

about  having  a 
disability.  My  fii’St 
reaction  was,  “Are  you 
out  of  your  mind?  Who 
would  want  to  read 
about  a depressing 
subject  like  having  a 
disability?” 

But  then  I thought,  “It 
doesn’t  have  to  be 
depressing.”  I could 
Frank,  celebrating  his  fifth  birthday  on  do  a comic  strip  about 
April  30, 1 972,  shows  he  can  blow  trying  to  find  the  humor 
outacandlefromany  position.  At  the  . , • ^ 

time,  he  was  in  a cheWankle  cast  paving  a disability, 
following  surgery  to  insert  plates  in  Before  I even  wrote 

his  hips.  strip,  I tried  to 


come  up  with  a name  for  the  series.  That  was  when  I 
recalled  hearing  on  the  television  show  “Hayppy  Days”  the 
expression  “funny  as  a crutch,”  which  meant  “not  fimny  at 
ah.”  The  phrase  was  perfect  because  it  included  both  the 
words  “funny”  and  “crutch.” 

Then  I came  up  with  the  characters.  The  lead  character’s 
name  would  be  Frankie,  just  like  me.  Frankie  s best  friend. 
Spike,  was  derived  from  friends  of  mine  who  were  into 
punk  rock.  Spike  had  a mohawk  hairdo.  Frankie  also  had  a 
pet  dog  named  Bernard.  After  a few  years,  however,  I decid- 
ed to  drop  Spike  and  Bernard  from  the  strip. 

I wanted  to  give  Frankie  a new  pet  I didn’t  want  “Funny 
as  a Crutch”  to  be  just  another  of  those  boring  boy-and-hLs- 
dog  comic  ships,  so  I started  trying  to  think  of  an  animal 
that  had  some  type  of  disability.  The  first  one  that  came  to 
mind  was  a skunk,  but  there’s  already  a cartoon  skunk, 
“Pepe  Le  Pew.”  So  I went  with  my  second  choice — a 
porcupine.  Animals  go  out  of  their  way  to  avoid  porcu- 
pines because  of  their  sharp  quills,  just  like  many  able- 
bodied  folks  go  out  of  their  way  to  avoid  people  with 
disabilities.  I named  this  new  character  “Shaipton,” 
after  the  Reverend  A1  Shaipton. 

Currently,  the  strip  highlights  the  interaction  between 
Frankie  and  Shaipton.  Shaipton  is  Frankie’s  best  friend. 

ntntnnu'd  on  pufin 
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TAKE  *250  OFF 

ANY  aCLE  OF  YOUR  CHOICE! 

The  Rock  N'  Roll  Afterburner  provides 
outdoor  pleasure  to  riders  of  both 
the  wheelchair  and  the  afterburner. 

Rock  N’  Roll  takes  great  pride  in 
providing  a device  that  brings  joy  to 
others.  Rock  N Roil  will  customize  a 
cycle  for  the  needs  of  each  individual, 
such  as  those  with 

Spina  Bifida 
Cerebral  Palsy 
Amputations 

Visual  Impairment/Blindness 
Partial  Paralysis 
Orthopedic  Handicaps 


Sffly  ill  your  chair  and  enjoy  an  outside  ride. 


Cherith  and  her  "hicycle" 


[-'or  more  information  and  a free  video,  call  toll-free:  1-800-654-9664  or 
806-894-5700.  8:30  a.m.  to  5:00  p m..  Central  Standard  Time,  Mon-Fri.  Be 
sure  to  ask  how  you  can  earn  your  cycle  absolutely  free'  Rock  N'  Roll  even 
pays  the  shipping!  Or  write. 

Rock  N’  Roll  Fun  Machines 

PO.  Box  1558  • Levelland,  TX  79336 

♦CALL  NOW  WHILE  SUPPLIES  LAST! 


O 

UC' 


r i.‘w' 


CIrcl*  S€4 


OCTOBER  1995  / EXCEPTIONUl  PARENT  ♦ 23 


((<//// ////'  i/  //ri///  pltl/t  J t 

Having  somebody  to  ecMifide  in  all  the  time  was  some- 
thing 1 didn’t  have  growing  iij).  In  a way,  Sharpton  takes 
( are  of  that  for  me. 

Adiio  ing  success 

In  1987, 1 showed  “Funny  as  aCmteh"  to  my  old  fiiends  at 
77/e  CUcls(o  ReconU  but  they  told  me  they  couldn’t  use  it. 
In  1988,  llic  (Iwlsca  Wcckltj  News  decided  to  use  the  sliip, 
hut  that  newspaper  folded  a few  months  later.  But  in  1991. 
my  strip  made  some  breakthroughs.  I'^imt,  I sent  it  to  the 
Massachusetts  Spina  FMfida  Assoc‘iation,  and  thc'y  i)ub- 
lished  it  in  their  newsletter.  Then  I sent  it  to  hisiffhts,  a 
national  publication  for  i)eople  with  spina  bifida,  tmd  they 
staical  using  it.  Fimilly,  E(fitorial  Iltnnor,  a natiomil  CcU- 
too  ling  publication,  did  a full-i)age  feature  on  the  strip  but 
stopped  short  of  agreeing  to  i)ublish  it  on  a regulai*  basis. 
In  October  1992, 1 ciilled  77/e  Chelsea  Record,  deter- 


miiu'd  to  convince  tlu*m  to  pub- 
iish  the  strip  ri'gulmiy.  It  took  a 
lot  of  pemistence  and  nagging, 
but  “Funny  as  a Cnitc-h"  debuted 
on  October  21  of  that  yewand 
has  been  there  e\'ery  Wednesday 
since. 

The  response  has  Ixhmi  \'(ay 
good.  I’ve  cmly  gotten  one  com- 
plaint— the  fii'st  yocU’  it  was  published,  someone  asked 
how  I could  make  fun  of  people  with  disabilities.  I 
answeri'd,  “I  have  a disability,  Wliy  w'ould  I want  to 
ridi(‘ule  myself.^”. 

Doing  the  strip  luis  been  therapeutic.  I luwer  thought  I’d 
bi'  able  to  look  back  at  painful  experiences  in  a positive 
way.  but  with  “Funny  as  a Cnitch,”  I am  able 
to  do  tliat.  I hope  other  people  with  disabilitic's 
will  be  able  to  do  the  siune  wium  they  read  it. 

Actiuilly  though,  I’m  doing  the  strip  nuiinly 
for  the  able-bodied.  If  they  m*e  epjoying 
il,  I feci  confident  their  attitude's  me 
changing.  Hoi)efully,  pc'ople  wiu)  read 
the  strip  will  lemii  we’rc'  iill  basic<illy 
the  smne.  Evc'iyone  has  disiibilitic's  of 
one  tyi)e  or  oncMher.  EP 


What  theyVe  saying  about 
The  Best  Toys,  Books  <g  Videos  for  Kids 

six-i  d "’if’! 

1 UU.S  and  kids— jusr  like  the  entire  K,ck.” 

n.  Klein,  pii.n 

hxcclnionul  Parent  nu^rPne 

An  excellent  resource  for  parents,  family 
'■K'mhers  and  c.ther  care,i,m-ers  to  help  ^uide 

^Kann,  learn  about  all  aspects  of  the\.;;iue  of 

1 ‘>J  -'nd  toys  and  ho\\.  n,  use  them  with  our 
children  whohavedisahilities." 

•--bj.nc,;n\IcCnllSnn,lUise^^^ 

N^'tiunnllarent  Net^-nrk  on  nis.,f,|„i,.. 


JOAMVE  OPPEXHEBt 

sicptuiuif  pppnthi'un 


Order  the  brand  new 
I 996  edition  today! 

(800)  535-1910 
#HCO820D  ($13) 
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Finaily...Headgear  designed 
just  for  little  kids... 

(...And  now  for  Grown-ups  too!) 

And  the  healthcare  professional’s  answer  to  safety. 

ProtectaCap®  is  Plum  Enterprises’  exclusive,  patented 
custom-fiWng  protective  headgear  designed  with  the 
safety,  comfort  and  self-esteem  of  children  in  mind.  Made 
with  proven  Ensolite*  foam  for  superior  impact-absorbency, 
ProtectaCap  provides  maximum  head  coverage-  with  the 
comfort  and  safety  of  less  than  3 ounces  of  weipht! 
Meticulously  hand-stitched  in  a variety  of  wonderful  fabrics, 
ProtectaCap  features  our  exclusive  soft  cottonknit  Velcroed 
chin  strap.  And  ProtectaCaps®  are  machine-washable  and 
dryable!  Now  available  in  5 sizes, 
[Newborn  thru  Adult,  ProtectaCap  is 
lideal  for  post-surgery,  therapeutic 
activities,  neonatal  and  geriatric  care. 

“ProtectaCap  Fits  Better  And  Worite 
Better  Than  Custom-Made  Helmets" 


Order  Now 
1^00-321 -PLUM 


Mediceid  Approved 


Worldwide  Patents  Pendiwg 
Circle  #12 


L.  Sxso-Lundin,  O.T 
Shriners  Hospital,  Portland,  OR 

Monufcicluied  Exclusively  8y 


rises,  me 

9 Clyston  Circle 
PO  Box  283 
Worcester.  PA  19490 
Phone  (610)  584-5003 
Fax  (610)  584-4151 


Absolutely  No  Rinsing  Required 


Uss  tiuw  5 ffiiiwtcs forn  cleansing  shattipoo 


No-Rinse®  Body  Bath 

than  70  niiuiitcii  forn 
refresh ini^  hath 


No  lon^^er  is  hntliiii^^  nii  onieni 
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I ruly  Oiil  of 
This  World! 
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\SAFE  FURNITUREFOR  HOME  AND  SCHOOL 
1 Therapist’ Designed  Furniture  for 
ISpeciai  Kids 
\Safeand 

lAdjustabie  S/ 

(to  flffow  iv/r/i 
\ the  Child 
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This  school  chair  accomodates 
children  ages  7 to  14,  adjustable  from 
10  to  17"  high,  seat  is  12  to  16”  deep 
2 models  available  12"  and  15"  wide 


Circle  *243 


Our  prices  moke 
everyone  happy! 


Send  for  a free  catalog 
of  adaptive 
equipment. 


equipment: 


P.O.  Box  • Bedford,  MA  01730 
(617)  27.S-7681  • Fax  (617)  275-4094 
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USING  ORDINARY  TOYS  FOR  KIDS  WITH  SPECIAL  NEEDS 

Great  HoUday  Gifts 

by  Joanne  & Stephanie  Oppenheim 


For  more  than  100  sug- 
gestions on  how  to 
adapt  ordinary  toys  for 
kids  with  special  needs, 
see  the  1996  edition  of 

THE  BEST  TOYS, 
BOOKS  & VIDEOS 
FOR  KIDS 

(HarperCoUsnSr  $12) 
by  Joanne  and 
Stephanie  Oppenheim. 
The  book  is  a comprehensive  guide  to 
more  than  1 000  classic  and  new  prod- 
uas  for  children  from  infants  to  preteens, 
and  is  available  through  Exceptional 
Parent  Library  (800/535-1 91 0). 


As  the  holiday  season  t^proaches,  a trip  to  toyland  becomes  a mast. 

Before  you  go  wandering  down  the  aisles  in  search  of  the  perfect  gift, 
take  a look  at  tliese  kid-tested  toys;  tliey  are  entertaining,  eriucational 
and  easy  to  operate.  These  are  ordinary  toys  that  require  little  or  no 
adaptation  for  children  with  disabilities.  Most  can  be  easily  found  in 
any  toy  store.  Following  the  name  of  each  toy,  in  parentheses,  is  its  manufacturer, 
the  recommended  retail  price  and  a customer  service  number  tliat  may  be  used 
for  oidering  or  for  more  Lnfonnation  on  locating  products.  Following  the  des- 
cription of  some  toys  are  suggested  adaptations  or  activity  tips. 

Most  of  these  toys  are  versatUe  and  will  provide  various  kinds  of  play  for  diildren 
with  different  abilities.  Althougli  this  article  categorizes  toys  by  age  level,  con- 
ventional age  labels  may  be  less  meaningful  for  children  with  significant  devel- 
opmental delays. 


INFANTS  AND  TODDLERS 

FLOOR  SPjNNER 

(Primetime  Playthings,  $13.95;  201/831-1400) 

Infdnis  <ind  toddlers  will  find  many  sights  and  sounds  to  explore  by  turning  and  manipulating 
this  intriguing  floor  toy.  Eac  h of  the  four  cones  has  a distinctive  activity — beads  rattle,  a beeper 
beeps,  a mirror  reflects  and  a tracking  ball  gplls  through  its  track.  Ideal  for  two-handed  play 

and  fun  for  crawling  infants  and  toddlers  to  bat  at  and  chase. 


(Learning  Curve  Toys,  $19.99;  800/704-8(->97) 

Here  s a new  look  to  the  classic  ring-and-post  toy.  These  soft  fabric  rings  are  fun  to  listen  to,  with 
their  built-in  mttles  and  squeakers,  and  fun  to  look  at,  with  their  vivid  patterns.  Although  they  can  be 
used  for  learning  about  size,  there  is  no  right  or  wrong — the  rings  will  fit  on  the  post  in  any  order. 

Adaptation  idea;  Sew  textures  of  terry,  satin,  corduroy  or  other  fabrics  to  the  rings  for  greater  sen- 
sory feedback. 

Activity  tip:  Play  a "tind-it"  game.  Spin  (m'o  rings  and  have  child  find  and  grab  the  biggest  ring  or 
the  blue  ring  or  the  smallest  ring. 


LIGHTS  A^p  SOUND  PIANO 

(Fishcr-Rrico,  $.U);  H()0/4  i2-54J7) 

W\W  pi«ino  ijIIovvs  ( hiIdr(Mi  to  m«ikc‘  lot  h,ippt*n  with  a simple  swipe*  of  the*  htind. 

It  h,is  thi(*(*  l)ij>,  li^ht-up  keys  and  a nuisieal  chime  roller  that  plays  a tune. 

Adapttition  idea:  Add  f>kic  tv\turvs  or  Hraille  dots  to  c\K'h  key  tor  Uictilv  fccdhiick. 
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TANG  IB  ALL 

(Discovery,  $9.98;  800/426-4777) 

Kids  can  squeeze,  sniff,  rod,  kick  and  enjoy  this  vanilla-scented,  soft  and  squeaky 
four-and-a-half-inch  vinyl  ball.  The  surface  is  covered  with  small  bumps  for  multi- 
sensory  play.  Fun  to  chase.  Also  great  for  early  social  games  of  rolling  the  ball  back 
and  forth. 


AIRPLANE  SWIJ^G* 

(Little  Tikes,  $28:  800/321-0183) 

A parent  told  us  how  useful  this 
airplane  swing,  with  its  high  back,  has 
been  for  her  three-year-old  child, 
who  needs  extra  support  for  sitting. 
Children  practically  wear  this  jolly 
airplane — it  holds  them  all  around  and  there  is  no  place  to 
slii)  throuuh.  Has  an  adjustable  seat  belt.  Can  accommodate  children  up  to 
■ ' 50  pounds. 

* f\(  pARFNi  featured  this  loy  in  "Using  Ordinary  Toys  tor  Kids  With 

Special  Needs:  Outdoor  Fun"  in  june  1995.  However,  we  inadvertently  ran  the 
wrong  photo  with  the  Airplane  Swing  description.  We  regret  the  error. 


BABY'S  FI[RST  SILLY  ^OUN^ 

(Gund.  $8:  908/248-1500) 

Shake  and  squeeze  these  chubby,  ball-shaped  toys — a cow,  chick, 
sheep  and  frog^ — to  make  them  "moo,"  "[)eep,'  "baa 

or  "ribbit."  They  can  be  linked  together  by  the  velcro 
pads  on  their  "arms."  These  cute  critters  are  made 
of  terry  cloth  and  sold  separately. 

Activity  tip:  With  older  tots,  use  these  critters  to 
animate  a lively  song  of  "Old  MacDonald." 


pUPLO  BABY 

(Lego,  $5. 99-25;  203/763-32 1 1 ) 

These  colorful  stacking  blocks  with  rounded  corners  are  easier  to  fit  together 
than  other  plastic  blocks.  Designed  to  stimulate  the  senses,  the  various  box  sets 
include  mirrors,  c ars,  people*,  animals  that  make  rattle  sounds  and  even  a 
roc  k-ancl-spin  block  that  twirls  like  a top.  We  suggest  the  Storage  Bear  set  or 
the  X-large  Stack  'N'  Learn  set,  which  both  come  with  an  adapter  for  use  with 

traditional  Duplo  blocks. 

Activity  tips:  Use  words  that  describe  each  object's  color,  si/e  or  position  as 
you  plav  together.  Put  the  toys  away  by  f)laying  a singing  color  game:  To  the 
tune  of  "Where  is  Thumbkinr  sing,  "Where  is  redf  Where  is  redf  Here  it  is! 

Here  it  is!" 
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PRESCHOOL  AND  EARLY  SCHOOL-AGE 


(Kettler,  $109.90;  804/427-2400) 

This  sturdy  red  tricycle  comes  with  a high-backed  seat  for 
secure  sitting  and  a cargo  hold  in  back.  Detachable  push  bar  allows 
parents  to  help  as  children  learn  to  pedal. 

Adaptation  idea:  Add  a seat  heli  trunk  support  or  foot  harnesses  to 
provide  extra  sec  urity.  Two  companies  specializing  in  products  that  can 
be  used  to  adapt  riding  toys— such  as  tricycles,  scooters  and  rocking 
horses— are  Sammons  Preston,  RO.  Box  5071,  Bowlingbrook,  IL 
60440-5071,  (800)  631-7277;  and  Flaghousc,  150  North  MacQuesten 
Pkwy.,  Mt.  Vernon,  NY  10550,  (800)  221-5165. 


MAGNETIC  ALPHABET  BOARD 
WJ^TH  BR Al LLJ  J.ETTERS 

(Playskool,  $16.99;  600/752-9755) 

This  two-sided,  magnetic  alphabet  board  comes  with  38  letters 
embossed  with  Braille  symbols.  One  side  has  cut-out  shapes, 
in  alphabetical  order,  in  which  to  fit  letters.  On  the  other 
side,  children  can  use  letters  to  make  words.  Storage  space 
and  carry  handle  are  built-in.  A 36-piece  set  of  magnetic 
numerals  and  symbols  embossed  with  Braille  is  also 
available  ($3.99). 


(Fisher-Price,  $24.99;  600/432-5437) 

Talk  about  making  things  happen!  There's  plenty  of  playful  action  built  into  this 
pretend  setting.  Three  easy-to-grasp,  roll-around  critters  fit  into  the  working  swing, 
slide,  merry-go-round  and  peekaboo  schoolhouse.  A chunky,  red  lever  activates 
the  merry-go-round  and  provides  lessons  in  cause  and  effect. 

Activity  tip:  Use  the  action  of  the  toy  to  reinforce  concepts  of  "round  and  round," 
"in  and  out, " "up  and  down. " 


N RACE  WAY 

(Little  Tikes,  $40;  800/321 -01 83) 

This  w'ondc‘rful  mountain  has  six  fixed  raceway  courses — a loop-the-loop 
track,  a twist-and-turn  path  that  leads  to  a covered  mine  shaft,  and  two  pairs 
ol  side-by-side  courses  that  end  with  cars  speeding  off  the  mountain.  This  toy 
is  excellent  for  promoting  visual  tracking  and  rec|iiirc'S  little  dexterity  to 
make  cars  start  downhill.  Comes  with  two  cars.  The-*  mountaintop  lifts  to 
store  ^0  vehic  les.  Play  with  this  toy  on  the  floor  not  on  a table,  where  the 

cars  might  fly  off  into  children's  faces. 

Activity  tips:  Mark  c ars  with  numhevs  and  race  two  at  a time  to  see  which  car  is 
fastest.  Or  substitute  colorful,  giant  beads  or  balls  for  cars.  Or  route  toy  train  tracks 

through  the  tunnel. 
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MULTICULTURAL  DOLLS 

(Constructi\c  PLiythings,  $7.95-$J9.05;  600/448~41 1 5) 

These  1 5"  rag  dolls  have  a younger  and  more 
c uddly  look  than  vinyl  doll^  and  they  are  easier  to  bend  to 
tit  into  a wheelchair.  You  can  select  a l:)oy  or  a girl 
Irom  tour  ethnic  groups— Asian,  Caucasian, 

Hispanic  or  African-American.  Adaptive 
ectui[)ment  includes  a wheelchair,  crutches,  leg 
l)races  and  eyeglasses. 


FOLLOW-THE-LIGHTS_K_EYB^j\RD 

(MMtel,  $30;  800/524-8697) 

Kids  can  play  this  Mickey  Mouse  keyiDoard  in  three  modes:  the 
automatic  mode  plays  eif-ht  tunes:  the  keyboard  mode  allows  kids  to  play 
tunes  as  they  would  on  a piano;  and  the  follow-the-lights  mode  guides  kids 
through  eight  preprogrammed  songs  by  "teaching"  them  to  hit  each  key  as  it 
lights  up. 

Adaptation  idea:  The  lighted  keyboard  may  be  helpful  to  kids  with  visual 
disabilities,  or  Braille  symbols  can  be  added  to  large  keys. 


I CAN  SPELL!_A_LPH_ABET_PUZZLE 

(Tag  Toys,  $39;  800/488-4824) 


c:hildren  working  on  letter-  or  \vord-rtx;ognition  can  explore  these  large  wooden  letters  with  both  eyt-s  and 
hands.  Fit  letters  into  puzzle  Ixrard,  or  match  them  to  letters  on  word  picture  cards  to  fornr  familiar  words. 

Adaptation  ideas:  Encourage  child  to  Irai  e letters  w ith  fingeis.  For  children  w'ith  dittkulty  grasping,  add 
knohs  to  each  letter.  Also,  make  additional  word  cards  with  words  of  interest  to  your 
child.  With  a copying  machine,  enlarge  the  word  cards  so  the  letters  on 
each  are  the  same  ske  as  the  wooden  letters. 


Activity  tips:  Play  a game  with  letters:  Put  them  in  a bag  and  have 
( hild  feel  the  letter  'and  guess  which  it  is  before  pulling  it  out.  Play 
strund  games  with  k'tters:  Say,  "Tm  looking  at  the  scxiitd  that  starts  the 
words  'pig, ' 'pie, ' 'Papa. ' Can  you  find  itf" 
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MAISY  GAME 

(Brunpcitch  $20.99;  800/232-7427) 

Spin  the  arrow,  then  find  the  object  on  the  board  that  matches  the  color  the 
arrow  lands  on.  This  game  allows  children  to  work  on  visual  matching  skills 
and  develop  a vocabulary  tor  naming  familiar  objects.  Features  Lucy  Cousin's 
storybook  mous(\  Maisy. 

Adaptation  idea:  To  nh)ko  tho  p/ec  (‘s  more  sec  ure,  p/ace  the  p/cU  f/w  h(hml  on  a 
nu'tiif  cookie  shoe/.  f\}ste  snwlf  /nag’ne/s  on  hnek  ot  pkn  in^  pieces. 

Activity  tips:  Pkiy  a sorting  ^cime  by  putting  together  a//  the  striped  pieces.  .)//  the 
red  pieces.  P/«iy  a g’a/ne  by  nskint^  child  to  find  "the  round  thiny:  thsit  lOtfs  oi 

bounces.' 

These  products  were  reviewed  by  the  Oppenheim  Toy  Portfolio,  an  independent  consumer  organization  that  tests  and  evaluates 
the  best  products  for  children.  The  organization  annually  publishes  Till  Btsr  Toys,  Books  K Vinros  Fok  Kips 
quarterly  newsletter.  Both  publications  include  learning  activity  ideas  and  ways  to  ar  apt  ordinary  lor  kxlt'  ‘ 

m/ds  L subsiribe  to  tbe  new  sletter,  send  $12  to  The  Oppenheim  Tov  Portlolio,  40  Last  9th,  Suite  14m,  New  York,  N)  lOOO.i. 
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1995  ANNUAL  CONFERENCE 

SAN  FRANCISCO 
HILTON  HOTEL  & TOWER 

November  30  • December  2 

Activists  and  leaders  in  the  disabilities  movement  will  gather 
from  around  the  world  to  meet  and  exchange  ideas  and 
information  on  every  aspect  of  inclusion  for  people  with 
disabilities  — education,  housing,  health  care,  employment, 
communication,  family  supports,  early  childhood,  research, 
friendship,  community,  and  much  more.  The  spirit  and 
optimism,  the  unbeatable  combination  of  professional 
expertise  and  personal  experience,  and  the  tremendous 
wealth  of  presentations  and  sessions  that  the  TASH 
conference  offers  makes  it  the  conference  of  choice  in  the 
disabilities  and  social  justice  movement. 

Whether  you  are  an  educator,  parent,  administrator,  self- 
advocate, support  person,  legal  or  medical  professional;  or 
someone  who  simply  believes  in  what  TASH  represents  — 
inclusion,  diversity,  equal  rights  and  quality  of  life  — 
“Many  Voices...  One  Future”  is  the  one  conference  you 
don't  want  to  miss.  For  more  information  call: 

1-410-828-TASH  (voice)  • 1-410-828-1306  (TDD) 


Transfer  In  and  Out  of  the 
Bathtub  Safely  and  Easily 


Water  Operated  • 

No  Electricity 
Fits  any  Bathtub 
Simple  Connection 
Lifts  up  to  300  ibs. 
Stabie  Transfer  Surface 
Portable 


CLARKE 

HEALTHCARE 

PRHHHCTS  «« 


PUP  - ICM  Building  • 1003  International  Drive 
Oakdale,  PA  1 5071  -9223 
Phone:(412)695-2122  • Fax:(412)695-2922 
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Barrier  Free  Lifts 


BARRIER  FREE  CEILING  LIFTS  ARE 

^ Used  independently! 

Most  physically  challenged  people  can 
transfer  themselves  unassisted. 

^ Air  tube  controlled! 

No  electricity  to  the  user! 

No  chance  of  being  shocked! 

Can  operate  while  in  water! 

» Multi*directional! 

Vertical  & horizontal  motion  at  the  push 
of  a button. 

» Battery  operated  & no  maintenance! 

liattcries  are  automatically  recharged 
each  time  the  lift  is  used. 

Helping  You  Achieve  Greater  Mobility 

Barrier  Free  Lifts,  Inc. 

P.O.  Box  4163  • Manassas,  VA  22110 
(703)  361-6531  • FAX  (703)  361-7861 
1-800-582-8732 
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Rubber  Balls, 

Toy  Cars  and  Art  Supplies 


For  Adam,  the  simplest  toys  are  the  best 


by  Annette  B.  Heim 


Adam's  r(X)iii  looks  like  a toy  store.  Tliere  are  sevei'al 
reasons  for  tlris.  Tlie  first  Is  that  my  13-year-old  son 
luis  an  imcanny  ability  to  find  the  toy  department  in 
just  about  ruiy  store,  and  he  combines  tliat  ability 
with  se\-ei-al  successful  tactics  of  persuasion, 
llu'  st'cond  l eason  has  to  do  with  a long-standing  belief  tlrat 
I could  make  up  for  Adam's  developmental  delays  by  doing  all 
the  “liglrt  tilings."  Tlrat  included  buying  toys  to  stimulate  and 
challenge  Iris  abilities — tilings  like  educational  games,  a com- 
putci-  and  to>s  to  aid  in  the  development  of  fine-  and  gross- 
motor  skills.  Many  of  tliese  gmiies  and  toys  have  been  helpful, 
iuid  Arliuii  has  eiyoyed  tlieir  use.  However’,  liis  favorite  toys, 
and  those  most  adaptable  to  his  needs,  lu’e  the  most  basic  and 
least  exiiensive — tilings  like  balls,  toy  cars  and  arl  supplies. 

Adiuir  likes  balls  because  he  c an  make  them  do  whatever  he 
w'aiits.  Tire  moveiiic'nt  of  balls  is  predictable,  and  this  gives 
Adam  a sc-ase  of  control  over  at  least  one  object  in  his  envirorv 
merit.  In  his  w'or’ds,  he  loves  to  “kick  a high  one!”  Emoti&nal 
security,  practice  in  gross  motor’  skills  and  social  intcr’actiori — 
not  bad  for’  a simple  two-dollai’  irurchase! 

'flioirglt  he  lo\’cs  to  kick  and  throw  balls,  Adam  dot'sn't  yet 
er\joy  .str’iictiu’c'd  giuiies  r’eciuiririg  gr’eater  tecluiique  and  knowl- 
edge'. But  as  he  maturc's,  gains  confidence  and  becomes  inter- 
(\st(*d  in  playing  on  a .scx’ccr  or  baseball  team,  liis  ear’ly  ball  play 
will  form  a good  foundation  for  ac  ciuiririg  more  ad\;uiced  skills. 

Adiuii's  Hot  Wheels  ;uid  Matchbox  cars  r’csidc  in  a huge  plas- 
tic box  in  the  living  r’oorii.  llii'y  riiirst  be  (’lose  at  hand  at  all 
time's!  He  has  been  collecting  and  playing  with  these  cars  for’ 
year’s.  He  can  spe'nd  long  periods  of  time  “driving"  c’ars  along 
tire  window  ItHlge.  luuking  them,  lining  them  up,  placing  them 
in  gr’ort|)s  <uid  exjuiiining  eac’h  one  nrinutely.  Small  c’ius  ciui  Ix' 
canie'd  to  chuie'h,  to  r’e'staur’iuits  and  in  the’  car.  Adam  ree’civcs 
iiiiriie'rrse'  pk'asur’c  from  playing  with  his  (’ai"?!.  and  we'  have  the 
stfisfirction  of  knowing  that  tliis  ae’tivity  contributes  to  grtins  in 


fine  motor  skills,  eye-hand  coordirration,  arrd  sorting  turd 
nratching  skills. 

A desk  in  our  kitchen  overflows  with  crayorrs,  rnai’kers, 
paints,  giues,  rubber  stamps,  scissors,  paper  and  Play-Doh. 

Adam  loves  to  sit  at  tire  kitchen  table,  ait  supplies  spr’tnrd  out 
ai’ound  hinr,  while  he  draws,  cuts  and  pastes.  Art  is  orre  of  the 
most  adaptable  activities  possible.  Unlike  a toy  tlrtrt  carr  be 
used  for  only  one  activity,  art  rrraterials  ai’e  subject  orrly  to  the 
interests  and  desires  of  tire  clrild  itsing  thenr. 

Art  allows  children  to  experiirrerrt  freely  witlr  colors,  slraix's, 
mediunrs  and  ideas.  Because  art  dex?s  rrot  deix'rrd  orr  verbal  kur- 
girage  or  great  physical  skill,  it  has  becorrre  a powerful  rrre'arrs  of 
self-expression  for  Adanr.  He  likes  to  draw  picUrres  of  Iris 
friends,  his  family.  Iris  dog  and  Irinrself.  As  parerrts,  we  leanr 
mrrch  about  Adanr  arrd  his  feelings  by  observirrg  Iris  artwork 

Adarrr  also  uses  art  to  make  sense  of  tire  w’or’ld  ai’oimd  Irirrr. 
Wherr  he  visits  Iris  grandparerrts’  fanrr,  he  di’aws  fanrr  arritrrals. 
Wherr  we  rrroved  to  the  Gulf  coast  and  Adanr  first  saw  alliga- 
tors in  tire  bayous,  he  di’ew’  pictme  after  pictiue  of  these  rre'w 
and  exciting  creatru’es. 

Althouglr  art  involves  an  irrdividual  process  of  cr’oatiorr,  it 
often  facilitates  social  interactiorr.  Neiglrbor’hexxl  childretr  are> 
attracted  to  oiu  abtmdiurce  of  sitpplies,  the  artist's  easi'l  rrrade 
by  Adam’s  uncle  mrd  rrry  willingrress  to  let  tlrerrr  “rrrake  a rrres.s." 
Everyone  berrefits. 

What  do  btrlls,  toy  cars  arrd  criryorts  Irav’c  irr  corrrrrrorr’.'  Tlre'y 
.stimulate  rrrind,  body  arrd  spirit;  tlri'y  iidapt  to  the'  abilities  of 
tire  growitrg  clrild;  arrd  they  are  so  rrrue’h  fiur  tlrat  they  will 
m'nr  gather  dust  orr  the  toy  shelf.  EP 

AiiiK’llr  IS.  llciiii  lirr.'i  in  Mobile,  Alabnina,  irilli  Inr  ItiiNbund. 
ISivI,  and  .son,  Adam,  Id.  Annette  i.s  a libiarian  and  nin.si- 
cian.  Adam  lia.s  jHirtial  tri.somn.fonK  a rlimwo.somal  disor- 
der. This  i/<vr,for  thejirst  time,  Adam  is  Imiinj  homesrhooleil. 
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Finally,  a lift  & care  system 
as  versatile  as  a pair  of  hands. 

It’s  a self-transfer  tool, 
a hygiene  helper  for  foUciitio  or  dufffrrino, 
a bathing  support, 
a positioning  aid  ft);- 
a stander  or  walker  ft>rsnHii\ 
a floor  exercise  assistant, 
a freedom  machine, 
and  a back-saver  for 


Sure  Hands" 

Por/rtfWt’  fiHf/  permnnent  solutions 
for  fionies  ana  workplaces. 


Handi-Move 

International 

PINJ  ISJ.'XND,  N \ 

1-800-724-5305 


Circle  #235 


You  Won't: 
ToHoldHis 


Ke  Able 

I't'Ioii 


Meeting  the  future  needs  of  a son  or 
daughter  with  a disability  is  a 
cliallenging  task,  but  one  you  can 
manage  with  the  helj)  of  an  EPl^D  Life 
Planner.  EPPD  professionals  are  at 
work  now  helping  families  like  yours 
throughout  the  countrv:  Let  us  show 
\'0u  how  to  helji  .secure  \'our  famiK' 
member's  future.  Call  today  to  arrange 
a no-obligation  appointment  with  an 
EPPD  Life  Planner  near  \'ou. 


have  a child  with  a disability.  To  order, 
call  Sf)0-247-6553  ($24.95  per  book 
plus  So.50  each  shi[iping). 


ESTATE  PLANNING  FOR 
PERSONS  WITH  DISABILITIES 

A D..  s :i  J P'0»*cii.v  L.v  l’>>  Co'npany 


Available  now',  the  new  1995  edition  of 
Planning  For  The  Future,  the  \s  idel\’- 
acclaimed  authoritati\’c  book  on  life 
and  e.state  planning  for  families  who 


800-448-1071 

X.uion.il  I'  'I  OllKc  IV »x 

P.iifrimciuir,.  \!.'.lMnu 
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Gillette  Sitting  Support  Orthosis 

• Easily  customized  by  adding  accessories  or  removing  unneeded 
components. 

• Made  of  high-strength  polyvinylchloride  (PVC)  for  strength, 
durability  and  imperviousness  to  body  fluids. 

• The  child  does  not  need  to  be  removed  for  x-rays. 

• May  be  used  with  most  wheelchairs,  strollers,  or  the  optional 
Sure  Flt'^'^^  adjustable  angle  base. 

• Looks  like  a “child*'  chair,  not  an  “infant"  chair. 


To  order  or  for  more  information,  contact: 

Gillette 

Children*9  Hospital 

GUlette  Technology  Onter 

550  County  Road  D,  Suite  12 
New  Brighton.  MN  55112  \ 

1(800)57&4266  Voice/TDD 
FAX  (612)62^4484 
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A Seating  System 
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IvMMDOSCOI’i 
Teievision  h important  for 
Americo's  disability  community. 
The  network's  programming 
helps  Americans  with  disabili- 
ties move  into  mainstream  life 
\y  changing  perceptions.  • 

SENATOR  BOB  DOLE 


ivUi.mnscoi'i: 

not  only  gives  people  with 
disobilities  a new  means  of 
communication,  but.  television 
gives  all  Aniericans  an 
opportunity  to  maximize 
obilities. 

SENATOR  TOM  HARKIN' 


As  one  of  49  million 
Ameiicans  who  happens  to 
hove  a disability,  like  I 
happen  to  have  epilepsy, 

I'm  very  excited  about 
lv\M-H)OSC01M-.  K'n' 
uses  the  extraordinary  power 
of  television  to  communicate 
ideos  and  positive  role  models 
.for  pur  complex  society. 


TONY  COELHO,:Chairn}an  - 
■ Pfesidonf  's  Conitnit tee 
on  Employnjent  of  People 
with  Disabilities 


c 


i": 


. Please  join  March  of  Dimes  ■ Join  with  as  at  Easter-  We'rV delighted  to  join 

' and  {al.l.!IH)^U)JM:.  With  Seals  and  IvM.KlDi  )SC  OlM,.  K \li  !IH)S(  ( )iM; In  the 

your  help,  we  cun  improve  the  want  to  share  Vital,  accu-  "Calling  on  Coble-  campaign.! 
Quality  of  life  for  Americans  rate  information.  We  want  to  hope  you  will  become  a part  of 

with  birth  defects  und  other  ' brighten  American  homes  from  ' the  effort  to  bring  this  exciting 

disabilities.  And  we  can  offer  coast  to  coast  with  good,  network  to  every  home  in 

^ quality  prograitiming  the  whole  quality  television.  America. 

family  can  enjoy.  ^ ^ 

JAMES  F.:WIUIAMS.  JR.  ELAINE  i.  CHAO 

DR.  JENNffER  L.  HOWSE  President  onJ  CEO  President^  and  CEO  . 

President  National  Easier  Seal  ^odety  ' United  Way  o.f  ApierUo. 

March  of  Dinws 

Biitli  Defects  Foundation  ^ 


Ev(*n  in  tu'oas  willi  Relatively  flat 

ttemuii,  access  to  many  c onuminity 
iK't  iv1ti(es — housing,  )n, 

health  eane,  transix)rtalion  and 
(Miiployment — Rxiuires  nK)\1ng  from  one 
level  to  another.  As  a Result,  despite  giad- 
uallyx-hmiging  building  atid 
Reciiejitional  facility  designs, 
childR'n  and  young  adults  who 
have  difficulty  going  up  or  down 
stiiirs  am  be  restrided  from  par- 
ticipating in  day-to-day  activities. 

I^unps  or  litis  can  make  it 
possible  fora  cliild  or  young 
adult  wnxh  physiciil  disal>ilities  to 
have  inde{xendeiu  acc  ess  to  his 
or  her  home."^-  In  recent  years, 
nuuiy  ac*c  ess  options  have 
e\'oIvcxi.  PaR'nts  can  gatlier 
infonnation  about  these  options 
to  detennine  whic*h  one(s)  will 
Lxest  mec't  their  diild’s  need  for 
access  and  tlieir  family’s  budget 
and  s|)ac*e  reqiiirenients. 


accommodate  a straight 
ramp,  “Switch-bac-k” 
ramps — ramps  that  mak(e 
turns — take  up  less  spac*e 
and  may  also  be  more  aeS’ 
theticaliy  pleasing.  It  is 
important,  however,  to  have 
adequate  tuniing  space  at 

In  this  building,  the  second 
floor  is  as  easy  to  get  to  as  the 
first.  (Photo  courtesy  of  The 
National  Wheel-O-Vator 
Company,  Roanoke,  IL) 


Riiiiips 

Althougli  sidewtdks  and  dri\^i'- 
w'ays  iu*o  often  level,  enh<inces 


Portable  ramps  are  perfect  for  traveling — easy  to 
transport  and  store.  (Photos  courtesy  of  Homecare 
Products,  Inc.,  Kent,  WA) 


to  most  homes  uuiude  staiiK  I^unpsor 
giadc'd  pathways  ctui  nuikc'  such 
cntnuici’s  aca^siblc.  These  ramps  and 
pathways  require  tlu'  proper  degree  of 
slope';  a ramj)  must  bo  12  inclu's  long 
for  each  inch  it  rise’s.  A st(»eper  rant])  is 
mucii  more'  diflk  ult  to  use,  and  more 
dangerous.  Although  a gradiuil  stniiglit. 
nunp  is  \\w  easiest  to  use',  niiuiy  homes 
do  not  have  sutlicient  gi’ound  spaev  to 

iUid  lifts  i)ro  tilso  a\a/7a/?/e  far^cllinf: 
in  tind out  ofwhidrs,  *'\vimmin}^  fxx>fs,  txxis 
iUhI  hiithtuhs,  hut  thcs(^ pnxiucts  nrenot 
(k'scrilxxl  in  this  iirtk  fa 


Ramps  and  Lifts 

Meeting  the  need  for  access 


each  point  wlx'rc  Uic  switch- 
back ramp  duuiges  direction. 

Ramps  ciin  be  made  of  wexxi, 
metal,  conaete  or  asi^halt. 
Whatever  the  surface  nurteiicil, 
the  ramp  must  jxovide  safe 
acc-c'ss,  R^gcudless  of  weatlier  con- 
ditions, Tliis  meiins  all  surTac’cs 
must  Ix^  slipnosLs’Umt,  even  when 
wet.  Building  a RX3f  over  a r<unp 
Ls  recommenckxl;  a c*ovorx1  nuu{) 
will  also  lx?  easic'i*  to  maintmn. 

Other  necessaiy  safety  fea- 
ture's inc*iii(k'  c'urbs  to  prc'wnt  a 
wheelchair  from  rolling  ovc'r 
the  c'dgo  and  handrails  to  provide 
sc'ciirity  for  a c‘hild  in  a whc'olc*hair  or 
one  who  needs  assistiuux'  Wiilking. 
Handrails  nc'c'd  to  be  c-ontinuous,  c'asy- 
Mxgrasp  iuid  slip-ivsistiuit.  Metal  rails 
are  durable',  but  tlu'y  ideally  should 
have  m\  insulalcxi  equaling  as  met<il  am 
bc'conu'  hot  in  Ihc'  summer  and 
extrc’inely  c‘old  in  the  vvintcT. 

Lifts 

liiunps  ;uv  a gcKxl  solution  to  ac*(*c'ss 
lU'C’ds  wlu'n  thc'R'  is  adcHiuatc'  .spac’e. 

I lowc'ver,  if  .spac*e  is  t(x>  tiglit  for  a ramp, 
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A vertical  platform  lift  makes  the  entrance  to 
this  house  accessible.  (Photo  courtesy  of 
Mac’s  Lift  Gate,  Long  Beach,  CA) 

a lift  may  l)e  llu'  solution.  Tliere  mv 
tiiree  main  tyj^c's  of  lifts:  platfonn  lifts, 
stairway  lifts  and  elevate >is. 

Tlie  first  type,  tlie  platform  lift,  alk)ws 
a child  who  must  remain  in  his  or  hex* 
wlieeic*haii*  to  go  up  and  down  stmi's, 
Veitic*al  platfonn  lifts,  w^hich  travel 
.straight  up  and  down,  can  be  iiistallcxl 
inside  or  outsiek\  mid  can  be  ojx'ii  or 
enc-losed,  Tliese  lifts  usually  tra\e‘l  verti- 
CciUy  up  to  8 feet;  lifts  Uiat  travel  Jis  fai*  as 
12  feet  are  also  available.  The  lift  mast  be 
big  enougli  for  a large  wheelchair  (30”  x 
48”),  and  all  suifac'es  on  tlie  lilt — includ- 
ing the  ajiproaches  to  it  on  each  level — 
must  be  slipresistant.  At  tlie  top  and  the 
bottom  of  Uie  lift  mute,  you’ll 
need  enough  space  to  0{X'ii  *iie 
swinging  gate  and  allow  tlie 
c*Iiild  to  get  on  mid  off  easily, 
Tlie  ix^rson  riding  tlie  lift  must 
be  able  to  reach  and  use'  tlie 
conh’ois.  For  yoimger  diildR'ii, 
adults  may  need  to  control  the 
lift  with  a lex-king  system, 
PijiiUIy,  tiu"  lift  should  ha\*c^  a call  button 
to  summon  help  if  needed. 

A platform  lift  c*an  also  be  iiisUiIled 
on  a stairway.  These  platfoniis,  c*alled 
”staii*w*ay  inclined  lil'ts,”  ai*e  useful  if 
the  distmic‘e  Ix'tween  floors  or  Ix'twoen 
staiixvay  Imidings  is  too  steep  tor  a 
ranit).  Some'  staii-w’ay  inclined  lifts  fold 
up,  to  opc'ii  up  the  stai  way  for  people 
wiio  will  not  Ix'  using  tlu'  lift,  ('cxliiin 
lifts  of  this  tytie  c*mi  even  be  installed 
on  c‘urving  sUiirways. 

Rc'.sidc'iitiiU  el('\*atois  <xro  miother 
solution  for  a c-hild  who  must  ivmain  in 
his  or  hc‘r  wheelc‘hair,  Howe\^ei; 
i)ec*ause  thc'y 

rc'cinirc'  ^ stairway  irrclined  lift  is 

enclosed  installed  directly  onto  the 

, , stairway.  (Photo  courtesy 

shaltsiu.d  of  Econol  Elevator  Uft 

must  bo  cotp  _ pg||3_  i^j 

installc'd  vc'ry 
, carefully  so  as 
not  to  interfc'ie 
with  ciitic-al 
St  nictural 
ek'inc'iits  or 
roofing  sys- 
tc'in.s,  such 
cU'valois  me 

nttlnt (t( 7/  (I// 


Troop  #767SNS  (Special  Needs  S(^ii^:Qf^|an|6 


traditipnaLsc,Q,uting  activities, is  a major  chalieng|:;4lt?;i^^ 


president  of  Soutlieii^ ; 


'A'  a Ricon  lift,  - 

i?  , with  the  Ricbfir;?|^ 

--  --  --  - - ■'  ■ -•■■* 


of  the  Clearway  lift  folds  up  and  but  rrf  ftciysy,  leaving 
the  doorway  clear  for  loading  and  unloading  supplies. 
Wedallthif  he  “Ricon.Opew  Door  Policy." 


Ricon  Corporation,  the  largest  manufacturer  of  wheelchair 
lifts  for  the  transportation  industry,  proudly  salutes  Troop 
#767SNS  as  truly  inspirational  Everyday  Heroes. 

If  you’re  interested 
in  a new  lift  for  your 
family’s  active  lifestyle, 
consider  the  unique 
features  of  our 
S-1231  Clearway. 


- ■ 


■ 


5-Year 

PEACE-OF-MIND 


t > ^ . 'r ' ; ' ’ - rOr  nwr&mlbri)iB\igii'(>l)alLit  {iicon 

- L flr//eeVc//d;V7)f//i,  anil-: 

T' . < 

' rS-'  ’United  S)ales>  t'aiiaii3t*'Ufiited  kitTodom  "•  Norway 
66rhdralWrn'M^45ota^ 


‘ ' (8l8V809‘75et6iT(^ide,lli'S;V  (818)  898-335'4  fax 
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Inropsycholopal  Services 


Programs  for  Children  and  Adolescents 

♦ Child/Family  Counselling  Psychotherapy 

(Individual  & Group) 

♦ Behavior  Modification 

♦ Psychodiagnostic  Assessment 

♦ Neuropsychological  Evaluation 

♦ Cognitive  Rehabilitation  (Individual  & Group) 

♦ Child  Study  Team 


Children’s  Specialized  Hospital 

(908]  233-372D  Extension:  8449 

MOUNTAINSIDE  • FANWOOD  • TOMS  RIVER 
NEW  JERSEY 
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STANDING  POWER 


Yes  to 
medicare! 


Everyone  knows  standing  is  a practical  necessity! 

The  obvious  benefits  are  improved  circulation,  lessened  muscle 
spasms  & contractions,  improved  bowel  and  bladder  regularity,  skin 
integrity,  etc.  The  problem  is;  how  do  I habitually  implement  tins  in 
my  already  demanding  schedule?  At  Redman  we  believe  we  have 
the  answer  in  our  Chi^PD,  a well  designed  and  manufactured  power 
chair,  with  the  ability  to  power  you  into  a stand  at  your  command 
and  priced  far  below  what  you  may  expect.  Call  today  for  more 
information  or  a demonstration.  GROWTH  PACKAGE 

CALL  800-727-6684  AVAILABLE  FOR  CHILDREN 
Redman  Powerchairs 
945  E,  Ohio,  Ste.  #4  • Tuscon,  AZ  85714 
(520)  294-2621  • FAX  (520)  294-8836 
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Vertical  platform 
lifts  allow 
Independence 
both  at  home 
and  in  school. 
(Photos  courtesy 
of  Access 
Industries,  Inc., 
Grandview,  MO) 


CitNli tnird  frntit 

more  expensiw  . 
and  less  practical 
than  some  type  of 
platform  lift. 

A platform  lift  or 
ele\’ator  may  not  be 
nec-essjuy  in  all  cases. 

When  a duld  vnih  a 
disiibiiily  is  able  to 
limsfer  from  his  or 
her  wha'lchair,  sit 
comfortitl')^  and  safety, 
iuid  walk  short  distances,  the  cltild  can 
iLse  a stairway  lift  u itii  a seat,  some- 
times CcUled  a “seal  lift.” 

Tlie  manufacturer  or  manufacturer's 
representative  usually  installs  lifts,  but 
may  not  be  able  to  complete  tlie  related 
electrical  work.  Other  necessary  work 
may  include  structural  work  on  the  concrete  “pjwi"  ai  bottom  of 
the  lift  and  carper  itiy  if  the  lift,  is  enclosed.  As  with  any  adaptive 
equipment,  a lift  needs  testing  and  service,  and  parents  or  teachers 
who  will  bt'  oper^iting  the  lift  may  need  training.  Finally,  tire  lift’s 
design  and  construction  must  meet  local  building  and  fire  codes.  EP 


The  material  in  (his  atiide  has  (>e('n  adapted  irith p<*rmission Jmm 
the  ADA  CasrCvi:-\Jxxi  tvii  MODincAiioNs,  a publuxitim  of  (he 

Adaptive*  Erwiwiimeuts  CAnder,  Bexston^  MA,  in  (xMabcnrition  with  RS. 
Means,  and  with  the  supjxjti  of  (he  National  Inst  Hide  on  Disability  and 
Rdiabilitation  R(^s(xmh  (IJU^Riddimtions,  Dc'fd,  -tlAO,  P.O.  Bor 980, 
Hotsham,  PA  UHmOtW;  8(Xmi-7874,  ext  8U7;  $8950  inR  ship- 
pi  nyf  and  f mm  A Cos'svMKR'sGviDhrn)  Home  Aiwtatios  (amilable 
fmm  Kx(Eimos.\i.PAm:\rLibmry,  8(X}/5^15-1910). 

Industry  pricing  guides  are  another  imtxxrtant  ivsaunv  for  any- 
one considering  ramp  construction  or  the  installation  of  a lijl 
lliese  guides  pnwide  detailed  lists  of  the  costs  hi  rot  red,  including 
speeijir  materials,  labor  a mi  eouhactoi's'  oixniiead  e^vjyeuses. 

Guides  a tv  a tail able  in  some  libmries  or  ran  be  putxiiased  fmm 
RS.  Means  (PO.  Bav8(X),  Kingston,  MA  02Sm-08(K);  8(X)/iif8- 
8182  or  01 7/585-7880;  $1995^0.001 


Construction  and  installation  costs 

Providing  home  access  through  ramps  aneVor  lifts  is  one  more  financial 
burden  for  the  families  of  children  with  physical  disabilities.  Costs  are 
usually  tax-deductible  as  a medical  expense,  which  can  help  families 
who  itemize  deductions,  and  service  organizations  or  certain  govern- 
ment agencies  can  sometimes  help  families  pay  for  ramps  and  lifts. 
Usually,  however,  families  l:)ear  most  of  the  costs  themselves.  While  the 
do-it-yourself  method  can  help  cut  costs,  it  is  feasible  only  for  ramps — 
the  installation  work  necessary  tor  lifts  and  elevators  requires  the  skill  of 
a traincxl  manufacturer's  rcf)ivsentalive. 

Even  for  ramps,  the  do-it-yoursolf  method  has  its  limitations.  Ramp 
construction  or  installation  usually  requires  a skilled  contractor  who  has 
had  experience  with  adaptive  c onstruction.  Even  highly  skilled  "non- 
I professionals"  may  ncxxl  to  consult  with  exfXTiencxxl  contractors  or 
j architcH:ts. 

1 A range  of  guides  to  contractor  selection  is  available  to  consumers. 

I When  considering  various  c:ontractors,  it  is  useful  to  get  the  names  of 
I previous  customers  who  liave  contracted  for  similar  projects,  to  ask 
I them  questions  alx)Ut  (luality,  reliability  and  cost.  Whenever  possible, 

I take  a look  at  the  work  that  was  done  for  these  customers  and  have 
your  child  go  for  a "lest  ride"  on  their  ramp  or  lift. 


ScfiooC 

For  Children  With  Cerebral  Palsy 

Serving  children  with  multiple  disabilities  resulting  from 
cerebral  palsy  or  traumatic  brain  injury  who  need  compre- 
hensive, individually  structured  programs  that  include: 

• Physical  Therapy  • Special  Education 

• Occupational  Therapy  * Therapy 


• Speech  and 
Language  Therapy 

• Communication  Aids 


Special  Medical 
Attention 

• Adapted  Recreational 
Activities 


HMS,  open  to  students  two  to  21  years,  offers  all  of  these 
services  and  more.  The  experienced  staff  and  well-respected 
consultants  provide  strong  interdisciplinary  programs  for  day 
and  residential  students  at  the  licensed  private  school. 

For  more  information  write  or  call: 

Diane  L.  Gallagher,  Director 

HMS  School  for  Children  with  Cerebral  Palsy 

4400  Baltimore  Avenue,  Philadelphia,  PA  19104 
(215)222-2566 

A . •‘tr 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  tolMree 

1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  Good  Nit  es. 
Depend,  Attends,  At  Ease,  Comfort  Dty.  Ultra  Shield, 
Dri  Pride,  Promise  and  No- Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  11558 
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The  Baby  Joggei® 

Mobility  and  comfort  combine  for 
both  parent  and  child  I The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  Inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241 -1848 
Safe,  stable,  endorsed  by  pediatricians. 

©1990  RSI 


Truly  a new  spedes^^  of  bath-beast. 


Adjusts  to  Child,  pick  the  best  angles. 

Grows  with  Child,  saves,  buy  it  only  onetime! 

^ r r'  • Adjusts  for  Short  Men. 

Cares  tor  Laregivers.  ran  women.  Anybody. 

Loves  roll-in  showers,  tubs,  pools. 

No  tools  needed  converts  in  less  than  2 minutes, 

2-year  frame  warranty,  piease compare: 

House-trained.  Well-mannered.  Drips  only  when  v/et. 

Call  1 800  285-7814  today  © for  Cl  snapshots, 
adoption  ^ai^papers  and  your  closest  If  dealer. 

ANOTHER  FINE  ANDTHOUGHTFUL  ACCESSABLE-BRAND  PRODUCT.  BROUGHT  TO  YOU  BY  NATIONAL  ACCESS  PfiODUCTS 
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Bill  imnUxl  to  help  his  lO-tjmr-old  (ktughlcr,  K(it(\  fulfill  her 
(hmm  of  helming  to  ice  skate.  Bill  knctr  this  uvuld  Ih>  a chal- 
lenging task  baa  use  Kate,  like  other  child fcn  with  Willunns 
si/ndmme,  had  (vonli nation  difficulties  and  pmblems  with 
')notor  })lanning'' — the  abilitg  to  i/d  one's  IxkIij  to  inoir  in  the 
conifjlar  vvijs  luressiirijforrwti cities  such  as  skating.  On  the 
other  handy  Bill  knew  that  a stnmg  scnise  ofiiigthin  and  lotv 
(f  mu.sic  iretvchaixicteristics  also  assiKuatal  with  Williams 
si/ndwme.  lliisgaiv  him  an  idea  alxmt  how  to  appnxich  the 
ta.sk.  Bill  and  Kate  hit  the  ice  rinkarnml  icith  a tajx^  mxmler 
and  (xi.s.sette:;  of  Kates  Jdmrite  niu.sic.  Using  the  digthm  of  the 
music,  Bill  nas  aUe  to  lulp  Kate  Imrn  to  jxufonn  the  sm(x)th 
movement  sequences  theactivitg  mpiiml.  7ho.se  ''skating 
le.s.son.s''  with  Dad  }xiid  q(f.  Kate,  now  16,  is  an  enthusiastic 
m'mitional  .skater  who  teguladij  jxniicijxitcs  in  a sjx)ii  .she  can 
(^ujogfor  mang  gecns  to  (xmie. 

Some  ixHDple  say,  **1  don’t  want  to  know  iilx)iit  the  dlsabUity 
I jast  treat  all  diildren  as  individuals.”  But  infonnation 
about  a child’s  spe^'ific  diagnosis  does  not  have  to  limit 
one’s  expectations  for  a child.  Ratlier,  as  Kate’s  story  illus- 
trates, tliis  type  of  infomiation  c an  Ix'  usckI  to  guide  approac-hes 
that  will  extend  tire  vision  of  whiit  ^ t)ossible.  Here  are  tiome 
important  uses  of  infonnation  relatc*d  to  specific  disiibilities: 

• “Normalization”  of  unusual  behavior:  Infonnation  about 
.specific  disabilities  iUlows  teachers  and  parents  to  gain  a fuller* 
understiuiding  of  luursuiil  or*  confusing  beltiiviors  or  develoi)- 
rnentiU  patterns.  Behavior  that  rniglit  be  unusual  or  disturbing 
in  a ty})ical  child  may  be  expec'ted.  oven  tyi)ic*al,  for  a c*hild 
with  a specific  syndr  ome. 

This  understanding  can  i)r*event  misinterpretation  and  * 
inmecessiuy  sccuching  for*  the  “cause”  of  confusing  behaviors. 
One  exmnple  is  the  common  food-seeking  beha\ior  of  many 
children  with  Prader-Willi  .syndrome  (PWS).  If  another*  child 
wer  e to  S('ek  food  with  the  stune  degree  of  intensity,  one 
might  susp('C“t  significant  emotional  pr*oblerns,  poor*  self-con- 
tr’ol  or*('V(*n  m imdiagnosed  nuiabolic  disor*der*.  But  knowing 
that  this  behavior  is  nonnal  for  i*hildr*en  with  PWS  prevents 
unnecessiuy  concern;  it  iilso  prevents  the  pla(*ernent  of  blame 
on  the  ciiild  or  hunily.  Par  ents  juui  teacher's  wiio  me  knowl- 
edgeable alxxit  the  impac*t  of  PVV^S 
n^alize  they  cannot  simply  “tc*ac*h” 
tiro  c-hild  not  to  seek  food.  Because 
food-s('eking  is  a biologically-driven 
tendency  in  (‘hildr*err  with  PWS, 
usual  bchavior*al  modification  tech- 
ni(|ues  just  won’t  \vor*k.  Kirowing 
this.  pfUents  mui  teacher*s  can  move 
on  to  ex|)loring  su*ategi(‘s  for*  ac^justing 
the  c'lu  ironmerrt  so  that  the  child’s 
food-seeking  tonderrey  causi's  iis 
f(*w  probk'rns  as  possibk'.  'Hris 
might  nretur  storing  food  where  it  is 
out  of  sigirt  or*.s('ning  ftxxl  in  porliorus, 
r*ather  thmi  birffri-style. 

Just  as  rmportiint,  this  un(ler*stm\d- 
ing  of  Iximviors  or  dilfirarlties  as 
“nonnal”  elTeds  of  a spcHiilic*  dlsirhility 


Beyond  Labels 

How  to  use  information  about 
specific  diagnoses 

by  Karen  Levine 


(*cur  be  extrvnu'Iy  re;issuring  for  the  child  as  well.  For  example, 
a teenager*  with  Down  syndrome  who  feels  fr*ust  rated  with  her 
“messy”  handwriting  may  fmd  it  reassuring  when  her*  teacher 
explains  that  most  dtildr  en  with  Down  syndixrme  hav'e  low 
muscle  tone,  making  handwriting  more  (UfTicuIt.  This  imder- 
standing  allows  the  child  to  con  octly  identify  the  source  of  the 
difficulty  as  “out  there” — pari  of  the  impact  of  Uie  syndrome — 
rather  than  as  a personal  weakness  or  shoricoming. 

Siblings  and  classmates  can  also  benefit  from  knowing  that 
some  challenging  behaviors  are  due,  in  part,  to  ‘lire  syndrome.” 
For  example,  the  sister  of  a boy  with  autism  may  w'onder*  wiry 
her*  brotlier  does  not  greet  her  verbally  when  he  conu^  honre 
from  sc-hool.  She  may  be  ivassmed  to  know  that  tlris  is  “nonnal” 
for  a child  witli  autism. 

• Ability  to  use  known  intervention  or  teaching  strategies: 
Infonnation  about  a diagnosis  allows  teachers  and  parents  to 
take  advairtage  of  tried-and-truo  intervention  or  teachirrg 
methods,  witlrout  having  to  “reinvent  the  wheel.”  For  exturrple, 
although  drildren  with  Rett  syndrome  (*an  he  drdlenging  U) 
engage,  par'ents  who  know  that  music  is  i\i\  intense  lo\e  for* 
most  drildren  with  the  s^ardrorrre  have  a head  start  wirerr  look- 
iirg  for  irrterestirrg  activities.  Sirrrilarly,  a teacher  attempt urg  to 
desigir  a lessoir  to  hold  the  irrterest  of  a drild  with  Rett  syn- 
drotrre  rrray  also  take  advarrtage  of  the  drild  s love  of  rrrusic. 

• Availability  of  support  networks:  A diagirosis  provides 
ac’cess  to  rretwor*ks  of  other  piuerrts  arrd  professiorrals  vvorkuig 
with  cirildr*en  who  have  similar  str*engths  turd  chalk^rrges.  Most 
disabilities  with  a diagrrostic*  label  ha\*e  regioiral  arrd  rratioirtil 
fiurrily/pr  ofi'ssiorral  organizations;  rrrarry  publish  rrevvsletters 
and  hold  corrfererrees.  [Enm)R's  Now:  71ie  Ext  KrnosAL  R\iU‘:sr 

1996  Ri:soi  Gi  7/>/-;  (Januarg 
1995)  lists  ncaiig  ¥X)  n\souirc 
gwupsfor  specific  disabititic.s.  An 
ujxlafcd  Rrsoi  'ik  k Gi  we  iritl  be 
published  in  Janiiarg  1996.1 
• Increased  appreciation  of  a 
child^s  strengths:  Miury  behavior  al 
terrderrries  tussociatc'd  with  the  diag- 
nosis of  a spec‘ifi(‘  de\*eh)prrrerrtal 
disability  rrray  be  viewi  d trs  posithe 
chimret eristics  by  a ciriki.-  ueei*s, 
tcach('r*s  arrd  farrrily.  For  e,^a:'U)l(\ 
the  social  disinlribition  tsrd  unrv- 
str*aiired  ('irrotiorrs  oftc'n  asso(iat(Ml 
with  Williaiirs  syndionre  may  add  up 
to  a yoiurgster  wiro  is  tm  errthusiastic*, 
ontgoirrg  turd  drarisnratic  rrrorrrber 
of  his  fiunily  arrd  cUrssr*ooirr. 


Kerry  Ann  3ouffard  celebrates  her  1 3th  birthday  with 
her  parents  Judith  and  Richard.  Kerry,  who  lives  in 
Groveland,  Massachusetts,  has  aut'r.ir . (Photo 
courtesy  of  the  Autism  Support  Center,  Danvers,  MA) 
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What  about  the  child 
without  a specific  diagnosis? 

Many  children  with  developinenUil  disabilities  do  not  ha\X‘  a 
specific  diagnostic  label.  It  is  common  for  pcU*ents  and  teac*heis 
to  believe  that  the  beha\ioi^  such  a child  exliibits — i^veiytliing 
from  level  of  iuoasal  to  UuUnims — stem  from  the  cluld’s 
unique  peisonality  and  expeiiences.  1 lowever,  even  in  tlie 
iU>sence  of  a diagnostic  hil)el,  nuuiy  behaxiois  may  be  assoc  i- 
ated  with  biological  iispeds  of  the  cliild's  distibility.  For  tiiat 
retison,  tlie  sti*iitegi('s  mid  inteivenUoas  desciibed  in  tliis  ailicle 
may  be  ust^ful  for  cliildi  en  who  do  not  have  specific  diagnoses, 
but  whose  behaviois  and  lemiiing  profiles  ai  e similai-  to  those 
associated  with  known  syndiomes  mid  disabilities. 

To  better  understand  mid  intervene,  it  will  be  helpful  to  ask 
some  basic  questions  about  a ciiild’s  behavior  How  long  luis 
tlie  child  exhibited  tiiis  specific*  behavior  or  “behavioral  style?” 
Is  it  consistent  acToss  situations?  And  does 
the  child  have  miy  im^diciil  problems?  For 
exmiiple,  a child  who  seems  to  have  little 
energy  may  be  feeling  ill,  may  be  depressed, 
may  have  some  soil  of  metabolic  problem  or 
may  hav  e a low  level  of  arousal  niated  to  liis 
or  her  imdiagnosed  disability. 

Can  there  be  any  harm  in 
'iabeling"  children? 

It  is  importmit  to  avoid  sevi'ral  potenti^il 
abuses  of  diagnostic  labels.  hTnst,  a label 
should  not  seive  to  limit  the  goals  or  (expecta- 
tions fora  child.  In  eveiy  diagnostic  c*at(egory 
there  m e sonu'  individuals  who  excceed  all 
expe( ‘tat ions,  mid  whose  disabilities  hav  e 
only  the  mildcest  of  impacts.  And  all  behavior 
is  sus(‘('ptible  to  env ironmentiU  influencce. 

Sc'cond,  it  is  importmit  to  view' a child’s 
diagnosis  as  just  one  of  mmiy  factois  con- 
tiihiiting  to  wiio  a child  is.  Not  everything 
unkiue  alxiiit  tJie  child  Is  related  to  his  or  luT 
disJibility.  All  diiJdren,  with  or  without  disabili- 
ties, me  infiueiKH'd  by  their  fmnilies,  Uicir 
t('ach(‘ns,  their  peem,  tiieir  life  iexpcMieiu“es  mid  their  i..ologic  til 
mid  genetic  niiikeup. 

Third,  it  is  imiioilmit  that  iiifoniiatioii  about  a diagnosis  not 
he  iisc'd  as  a li(*eiis('  for  a child  to  iMigagc'  in  luiacceptiiiile 
behavior.  For  c^xmiiple,  a child  with  autLsni  or  TVader-VVilli 
syndrome  may  be  more  likely  thmi  other  i“hildren  to  hav  e 
Uuitnuiis  when  fnistrati'd.  In  spite  of  this  disability-rciatod 
ti'iidency,  children  should  be  expect('d  to  tiy  to  (“oiitrol  tluir 
behavior.  ?\ii1heniiore,  pmx'iits  mid  ti'ai*!!!^^  (*mi  dc'iil  with  tlu'S(‘ 
tmitninis  as  tluw  would  with  the  tmitmms  of  a child  who  doi'S 
not  have  a dlsiibility.  I’hLs  may  nii'mi,  for  I'xmiiple,  nmioving  tlu' 
(iiild  to  a si'pmati'  room  as  soon  as  he  or  she  begins  to 
scream,  (’('rtain  ground  inlivs  iicvd  to  b('  applied  univx'mally, 
rc'gimiless  of  a (“iiiid's  disability. 

Finally,  it  is  important  to  renuMiiln'r  that  diagnostu*  laluis 
have  the  pot(Mitial  to  1k'  stigiiuiti/ing.  This  rc'cogiiition  has  k‘d 
to  iiimiy  recent  (iimigi's  in  the  ti'nnin()log>'  usc'd  to  d('S(‘nb(' 
dlsabilitic's.  “Pc'opli'dli'st”  Imiguagi' — for  (‘xanqile,  saying,  “a 


(iiild  with  Down  syndrome,”  rallu'r  thmi  “a  Down 
syndronie  cliild” — represents  an  att(mipt  to  ensure  tliat  the 
c'liild  comes  befoiv  tlie  label.  Diagnostic*  labels  that  are 
esp(H*ially  stigmatizing,  such  ^is  “meiitiil  ix^tmtiation,”  m*e 
pc^rhaps  best  usc^d  only  for  specific*  purposes,  such  as  when 
pm*eiits  and  teachers  iire  looking  up  infoniiation,  but  not  in 
everyday  conversiiUon  about  the  child. 

Can  behaviors  that  are  know  n to  be  part  of  a syndrome 
be  modified  through  the  same  interv  ention  approaches 
that  help  other  children  with  the  same  behaviors? 

Most  behaviors  asscx*iaUKl  witli  syndiomes  cmi  be  mcxlified  to 
some  extent,  altliough  the  behavior  may  be  more  difficult  to 
modify  thmi  the  same  behavior  in  otlier  children.  Here  are  some 
steps  parents  mid  teachers  can  take  when  considering  attempts 
to  nicxlify  beliaviors  assexiated  with  spec*ific  disabilities: 

• Consider  whether  fhe  beharior  has  a 
function  or  pur}X)se  for  the  rhild,  Tliis 
process,  sometimes  called  “func*tional 
analysis,”  can  help  parents  mid  teacheis 
delemiine  whether  tlie  behavior  in  question 
really  needs  to  be  modified.  At  best,  some 
“imusual”  behaviors  asso(*iated  with  a devel- 
opmental disability  may  seiw  mi  important 
fimction.  At  the  legist,  tlie  behavior  may  be 
haniiless.  For  example,  the  hand-fliipi)ing  of 
a child  witli  autism  may  help  the  diild 
express  exc*itemoiit  in  a way  that  allow's 
otheis  to  respond.  Tliis  behavior  may  not 
need  to  be  altered,  at  least  not  imtil  the  child 
lemiis  other  ways  to  ex]>ress  excitement. 

B('‘haviors  that  m*e  higlily  resistmit  to 
chmig(‘  often  seivc'  a fiuiction^ — ^as  difficult  as 
it  is  to  know  exac*tly  what  that  fiuic*tion 
might  be.  For  oxmiiple,  some  people  tlu'oiize 
that  the  gaze  av'ersion  often  present  in  ciiil- 
dren  with  fragile  X syiiclroiiie  when  they  are 
speaking,  may  be  a stmtegy  they  use  to  bettor 
( onc*enti*ate  on  theii*  woixls  without  Ixmig 
distrac*ted  by  the  visual  stimulation  of  a face. 
Even  if  the  behavior  seems  to  have  a function  for  the 
ciiild,  it  may  be  possible  to  teach  other  behavioi's  that  have 
the  smne  function  but  intc^rfc're  less  with  eveiyday  life.  For 
example,  a child  with  autism  who  screams  whem  tlu‘  room 
gets  too  noisy  may  bc'  taught  to  put  on  headphones  instead 
vvhc‘ii  excc'ss  noise  oc(*urs. 

• Find  waps  to  ndun'  str(\ss.  VVium  unck*r  strc'ss.  most  pc'opk' 
have  more  diffi(*iilty  controlling  what  might  be  considered 
*‘bioIogic*alIy-(iriven”  Iniiaviom.  In  stressful  circuiiistmi(*('s,  for 
('xmii])le,  people  may  I'at  moix*,  bite  their  iimls  or  have  trouble 
|)aying  att('iition.  Ending  ways  to  ix'duc(»  a ciiild’s  stix'ss  mid 
nuLxiniize  his  or  her  happiness  and  siuxx'ss  (*mi  kad  to  a 
n'diictioii  in  nimiy  cluillenging  behaviom. 

• Fstabfish  siHvifw  enriiwnnrntal  adaptations.  Somclxiiaviots 
ass(K*iat(‘d  with  a d('vck)pnu‘iitd  dlstibility  can  be  nK)(Iifi(‘(l  by 
(iimig('s  in  tlu'  (‘iivironment.  For  ('xmnple,  th(*  f()od-s('eking 
Ixiiavior  of  a child  w ith  PnukT- Willi  syndrome  (*mi  be 
ix'diuvd  if  food  is  stored  out  of  siglit.  And  a rocking  (*!iair  in 
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Children  with  Williams  syndrome  are 
often  noted  for  their  enthusiastic, 
outgoing  personalities.  (Photo 
courtesy  of  Williams  Syndrome 
Association) 
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the  cdassrooin  may  pro- 
vide a socially  acrcptable 
outlet  for  a child  with 
Williams  syndrome  who 
has  a t('ndeiK‘y  to  “rock” 
his  or  her  body. 

Consultation  with  a 
behavioral  psyc*hologist 
is  often  helpful. 

• 7V(/  ferhniqitps  of 

jfosifire  brharioral  math 
aqrmenf.  Tliis  meiuis 
making  sure  the  c-Iuilleitg- 
ing  beha\iors  do  not 
receive  “rewarding” 
responses,  w^hile  other, 
more  desired  bchavioi's  do.  - - - . .. 

Sometimes  parents  or  teachei's  are  surprised  to  find  they 
have  been  inadvertently  rewarding  a behavior  they  ai*e  tid- 
ing to  modify.  For  example,  a child  with  autism  may  flap  his 
hands  wiien  he  gets  exciK'd.  In  an  attempt  to  stop  this 
behavior,  whenev'er  the  child  flaps  his  hands,  a parent  or 
teacher  approaches  the  child  and  holds  his  arms  down. 
Suppose,  however,  that  the  child  ei\joys  this  attention  and 
closeness;  how*  long  before  the  child  loams  that  luuui- 
flapping  leads  to  hugs?  As  a result,  the  child’s  hand-flapping 
behavior  may  actually  incrOcLse — the  opposite  result  of  that 
intended  by  the  adults  in  his  environmcnit! 

• M(^(Urafi()its  matj  hr  tts(fai.  Many  biologically-regulated 
hehavioi*s  can  be  modified  through  the  use  of  medications, 
particuliuiy  wdien  combined  with  changes  in  the  child's  envi- 
ronment. It  is  impoiPint  to  respect  the  legitimate  philosophi- 
cal stance  of  families  who  do  not  w'ish  to  use  medications 
with  their  child.  But  increasingly,  psyc*hotropic  medications 
ai‘e  Ix'ing  us(xl  to  influi^nce  mmiy  of  the  Ix'havqoral  chciJlengt's 
associated  with  specific  (ieveloi)mental  disabilities. 

For  example,  the  skin-picking  and  other  pei*severative 
behavioi's  associated  with  Prader-Willi  syndrome  are  often 
veiy  re.sponsive  to  a combination  of  stress-reducing  environ- 
mental modifications  and  treatment  with  medications  such 
as  Prozac*.  The  hypcTacti\'ity  and  distract ibility  often  seem  in 
children  w'ith  Williams  syndrome,  and  in  some  children  with 
Dowm  syndrome,  is  usually  helped  substantially  by  n'ducing 
environmental  stimulation,  incivasing  striK*ture,  mul  some'- 
times  by  the  use  of  a stimuhmt  inc'dication  such  Jis  Ritalin. 
The  extreme  ;mxiety  of  many  childriMi  w ith  autism  may  also 
rc'spond  to  nuHlii*ation.  along  with  environmental  dianges 
such  as  predic‘table  sc“hedules. 

Medication  w'ill  not  hi'lj)  eveiy  child.  Some  children 
respond  to  ceilain  medications  veiy  successfully;  others 
may  show  only  a mild  response  or  none  at  all.  For  sonu' 
(‘hililnm,  a medication  may  ev(Mi  hav('  the  opix»site  effect  of 
that  intended.  A child  using  any  medication,  ('specially  a rel- 
atively lU'w  psychotropic  medication  such  as  Prozac*,  must 
be  (*los('ly  monitored  by  his  or  her  iuedi(*al  t('am.  At  lea.st 
one  member  of  that  team  should  be  an  c'xpeil  in  the  use  of 

!jSI 


Lindsay  Williams  and  David  GamnrKKi 
enjoy  playing  Nintendo.  Lindsay  and 
David  live  in  a specialized  group  home 
for  individuals  with  Prader-Wilil  syn- 
drome. (Photo  courtesy  of  Keystone 
City  Residence,  Saanton,  PA) 
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Developmental  Syndromes:  Impact  on  Learning  and  Behavior 

This  table  provides  information  regarding  behavioral  and  learning  characteristics  that  tend  to  be  associated  with  four  specific  diagnoses— Williams  syndrome, 
Prader-Willi  syndrome,  Down  syndrome  and  autism. 

The  table  reflects  a model  for  thinking  about  children’s  strengths  and  challenges,  but  it  is  important  to  remember  that  It  is  based  primarily  on  the  observations 
of  professionals  and  parents,  rather  than  on  the  results  of  conclusive  research. 

In  the  table,  plus  symbols  (+,  ++,  +++)  indicate  increases  In  a specific  behavioral  or  learning  characteristic  In  relationship  to  a particular  diagnosis.  R)t  example, 
“+”  indicates  a slight  Increase  in  the  level  of  a specific  characteristic  in  relation  to  a particulaf  diagnosis;  “++”  indicates  a significant  increase;  and  “+++”  indicates  a 

very  significant  increase.  Minus  symbols  (-,  — , indicate  decreases.  “N  A”  Indicates  that  there  is  no  particulaf  relationship  between  the  behavioral  or  learning 

characteristic  and  the  specific  diagnosis.  For  example,  the  table  Indicates  that  children  with  Williams  syndrome  have  very  high  levels  of  “sociability,”  \while  children  with 
autism  have  very  tow  levels  of  this  characteristic.  The  table  also  Indicates  that  “sociability”  is  not  a characteristic  that  seerns  to  be  affects 
diagnosis  of  Prader-Willi  syndrome  or  Down  syndrome. 


Diagnosis 


Wiliiams 

Prader-Wiiii 

Down 

syndrome 

syndrome 

syndrome 

Autism 

Sodabtiity 

+ + + 

NA 

NA 

— 

Arousal 

+ + + 

— 

- 

+ 

Anxiety 

+ + 

NA 

NA 

+ + 

Attention  span 

— 

NA 

NA 

+/-* 

1 

Perseveration 

+ 

+ + 

NA 

+ + 

1 

2 

Appetite 

- 

+ + + 

+ 

- 

CQ 

o 

Depression 

NA 

+ 

NA 

? 

o> 

c 

Spatial  analysis 

— 

NA 

NA 

+ + + 

I 

Expressive  vocabulary 

+ + 

+ 

- 

+ 

2 

o 

Pragmatic  language 

•f + + 

+ 

+ + 

— 

> 

CQ 

JS 

Q> 

Rice  analysis/memory 

+ + + 

NA 

NA 

— 

GO 

Hyperacusis 

+ + + 

NA 

NA 

+ + 

Touch  sensitivity 

+ + 

NA 

NA 

+ + 

Fine  motor  ability 

— 

NA 

- 

+ 

Gross  motor  ability 

— 

— 

- 

+ 

* Some  children  with  autism  appear  to  have  a very  short  attention  span.  Many  others  seem  able 
to  attend  for  very  long  periods  to  some  activities,  while  attending  only  briefly  to  others. 


DESCRIPTH)NS  OF  SYNDROMES 


WilNams  syndrome  (WS)  is  a non-inhented  developmental 
disablHty  caused  by  a genetic  mutation.  WS  usually  results  in  a 
variety  of  developmental  differences,  often  including  learning 
problems,  wltfi  strengths  m language  and  weaknesses  in  math 
and  hajidwriting.  Children  with  WS  often  have  high  levels  of 
sociability,  musical  talent  and  a short  attention  span.  WS  results 
in  a variety  of  physical  differences,  including  a unique  facia) 
appearance,  shorter  height  and  an  increased  risk  of  heart 
probienis.  WS  oocum  in  apprcMimately  one  in  20,000 

Pradef-WUfl  syndrome  (PWS)  Is  a non-inhented  develop- 
mental disability  caused  by  a genetic  mutation.  PWS  usually 
results  in  a variety  of  developmental  differences,  usually 
including  learning  problems,  with  strengths  in  long-term 
memory  and  reading,  and  weaknesses  in  short-term  auditory 
memory.  Individuals  with  PWS  are  usuaNy  social  and  nurturing. 
Physical  characteristics  usually  Include  a unique  facial 
appearance,  shorter  stature,  heightened  appetite  and 


difficulty  controlling  behavior  wtien  upset.  PWS  occurs  in 
approximately  one  in  20,000  Individuals. 

Down  syndrome  (DS)  is  a non-inherited  developnrcntal 
disability  caused  by  a genetic  mutation.  DS  results  in  a 
variety  of  developmental  differences  including  learning 
problems  (usually  mental  retardation)  and  better  receptive 
than  expressive  language.  Physical  characteristics  Include 
a unique  facial  appearance,  short  stature,  low  muscle  tone 
and  an  increased  risk  of  heart  problems.  DS  occurs  In 
approximately  one  in  500  individuals. 

Autism  is  a behaviorally-diagnosed  developmental  disability, 
identified  by  difficulty  in  sustaining  social  Interaction. 
Children  with  autism  show  a diminished  use  of  verbal 
language  and  nonverbal  communication,  including  eye 
contact  and  gestures.  Autism  occurs  In  approximate^  one 
in  2,500  ifxlividuals 
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Sociability:  Children  who  have  high  levels  of  sociability  often  prefer  to 
be  interacting  with  others  and  may  have  trouble  "tuning  out"  people  to 
attend  to  woric  Children  with  low  levels  of  sociability  may  be  difficult  to 
engage  or  play  with,  and  may  make  little  aye  contact. 

Arousal:  Children  with  a very  high  level  of  arousal  may  be  easily 
upset,  irritable  or  hypervigilant  (easily  distracted  by  the  smallest  sights 
ami  sounds  around  tl>em).  Adults  may  describe  them  as  "high-strung." 
Children  with  a very  km  level  of  arousal  may  appear  sleepy  much  of 
the  time,  may  be  stow  to  respond  to  external  stimulation  and  may 
appear  sedentary.  They  may  fall  asleep  easily,  even  during  normal 
w^ng  hours,  if  there  is  a Ixk  of  external  stimulation. 

Anxiety:  Children  with  a high  level  of  anxiety  may  seem  perpetually 
worried,  may  become  distressed  or  agitated  very  easily,  and  may 
become  especially  upset  at  the  anticipation  of  stressful  events. 

Children  with  lower  levels  of  anxiety  will  be  nxxe  relaxed  and  will 
tolerate  changes  lelativety  easily. 

Attentkm  span:  Some  children  are  able  to  sustain  and  shift  attention 
as  needed  for  a variety  of  activities,  while  ethers  have  a very  short 
attention  span  and  trouble  staying  with  activifies.  even  activities  they 
seem  to  enjoy.  Children  with  short  attention  spans  are  often  quite 
easily  distracted  by  other  events  occurring  in  the  same  room. 

Perseveration:  Children  with  high  levels  of  perseveration  tend  to  “get 
stuck  on"  favorite  activities  or  topics.  (Children  who  perseverate  may 
ask  the  same  questioft  over  and  over,  even  though  they  know  the 
answer,  or  may  engage  repetitive  toy  play.  Most  people  perseverate 
more  when  under  stress. 

Appetite:  Appetite  can  be  influenced  by  emotional  factors  (for  exam- 
ple, some  people  eat  more — or  less— when  depressed),  but,  to  some 
extent,  appetite  is  also  blologicalty  regulated.  Some  Individuals  are 
biologicalty  driven  to  consume  more  calories  than  they  can  bum  up. 

Spatial  analysis:  Spatial  analysis  means  making  sense  of  visual 
information  in  which  the  spatial  orientation  (for  example,  left  versus 
right)  is  crucial.  Spatial  analysis  is  involved  in  such  diverse  tasks  as 
learning  to  recognize  letters  of  the  alphabet,  organizing  written  work, 
drawing  pictures,  assembling  puzzles,  tying  shoes  and  finding  one^ 
wa';  around.  Children  v/rth  better  spatial  ana*ysis  skills  are  more  likely 
to  experience  success  v/ith  these  tasks. 

Face  anatysts/mecnory:  To  some  extent  the  ability  to  remember 
faces  is  bi^ically  programmed.  Some  people  are  much  better 
naturally  at  this  task  than  others. 

Hyperacusis:  This  refers  to  a heightened  sensitivity  to  certain  types 
cf  sounds,  and  difficulty  “tuning  out"  background  noises.  A child  with 
hyperacusis  may  find  certain  sounds— such  the  sounds  of  vacuum 
cleaners  or  ceiling  fans — unpleasant.  Such  children  may  be  disturbed 
by  the  humming  of  an  electric  dock  or  water  in  the  pipes,  sounds 
other  people  may  not  even  notice. 

Touch  sensitivity:  Children  with  high  levels  of  touch  sensitivity  may 
find  certain  kinds  of  seemingly  mild  touch  sensations  very  unpleasant. 
To  such  a child,  a tag  in  the  neckline  of  a shirt  may  feel  like  sandpaper. 
The  child  may  object  strenuously  to  having  his  hair  brushed  or  cut.  He 
may  refuse  to  wear  a hat,  or  find  certain  food  textures  intolerable. 

Rnt  motor  ability:  This  refers  to  hand  coordination  and  strength. 
Children  with  high  levels  of  fine  motor  ability  are  more  likely  to 
experience  success  with  such  tasks  as  writing,  drawing,  dressing, 
tying  shoes  and  manipulating  small  items  like  blocks  or  coins. 

Gross  motor  ability:  This  refers  to  coordination  and  strength  of  the 
legs,  arms  and  body.  Physical  activities  that  use  large  muscles— 
activities  like  walking,  running  or  riding  a bike — involve  a great  deal 
of  gross  motor  ability. 


Kaitlin  Aubrey  Chariton  (front)  enjoys  an  afternoon  romp  with  her 
buddies,  Danielle  and  Allison  Regester.  Kaitlin,  who  has  Down 
syndrome,  lives  in  Bel  Air,  Maryland.  (Photo  courtesy  of  th<?  National 
Down  Syndrome  Society) 
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the  medication,  and  should  make  other  team  members  and 
piiUX'nts  aware  of  possible  imdesirecl  side  effects.  It  is  impor- 
tant to  remember  that  some  medications  which  iire  helpful 
at  certain  doses,  c<m  become  dmigerous  (toxic  or  poisonous) 
at  higher  doses. 

• 7V//  to  help  (he  child  tfiake  the  ntost  of  his  or  her  abilities. 
Some  syndrome-related  cliaracteristics,  such  as  the  low' 
muscle  tone  assoc^iated  with  Down  syndrome,  are  less 
modifiable.  However,  occupational  iuxd  physical  therapies, 


along  with  environmentiU  adaptations,  can  suppi)rt  a childs 
ability  to  use  his  or  her  abilities  effectively. 

Learning  what  makes  a child  ‘ tick'" 

Infonnation  about  specific  disabilities  helps  paients  and 
teachers  understand  more  about  what  makes  mi  indhidiial 
child  “tick.”  Tliis  allows  these  adults  to  more  effectively  help 
the  child  draw  on  his  or  her  strengths  while  o\  ercoming  or 
working  around  challenges.  Parents,  teachers,  friends,  class- 
mates and  siblings  need  to  be  able  to  learn  about  and  feel 
comfortable  with  behaviors  that  initially  may  seem  confus- 
ing or  upsetting.  This  understanding  enables  others  to  more 
deeply  appreciate  the  child  with  a disability.  And  knowledge 
of  the  unique  strengths  and  challenges  related  to  a specific- 
diagnosis  can  be  eqiuilly  invaluable  for  children  with  disabil- 
ities themselves.  EP 

Karen  Leei}w,  Pit. I).,  is  director  of  psprholotjt/  at  the 
Uitirersittj  Affiliated  Ptxtfjrant,  Instittitefor  Conunuaitp 
litchtsiott.  Children's  Hospital,  Boston,  Massachusetts.  She 
is  also  an  instructor  at  Harvard  Medical  School.  Dr  Levine 
specializes  in  pstjcholofjical  consultation  for  children  ivith 
autism,  Williams  stjudronie  and  other  developmental 
disabilities,  and  their  families. 
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► THERAPY  PRODUCTS 


Toby  Trdcheasauru.s^^ 
Therapy  Toys 

Toby  Tracheasaurus^^^ 
stuffed  toy  with  tracheostomy 
tube  and  speaking  valve 

Toby  Tracheasaurus^^  puppet 
with  tracheostomy  lube  and 
speaking  valve 


Tammy  and  Toby  Traeheasaurus  Coloring  Book  and 
Crayons.  (Toby  Traeheasaurus^^  explains  to  Tammy  what 
it  is  like  to  have  a tracheostomy.  Beautifully  illustrated, 
story  format  assists  clinician  in  providing  important 
educational  information  to  children  on  tracheostomy). 


Toby  Tote/Exhalation  Kit:  Speech  Therapy  Toys  in  a Toby 
Tote  that  speech-language  pathologists  can  order  for  children. 
Tins  kit  includes:  dino  bubbles,  dino  whistle,  pinwheels,  dino 
erasers.  Ibby  taUx)s  and  lots  more  fun  to  keep  your  pediatric 
patient  motivated  to  learn  oral  exhalation  in  a positive  way. 

For  catalog  or  to  order  please  call  Voicini^!: 

(H(K))  862-9H25  • (714)  H33-2710*  FAX  (714)  833-1005 


THE  CHAIRSCHOLARS  FOUNDATION,  INC. 

would  like  to  congratulate  our  first  four 
CHAIRSCHOLAR  College  Graduates: 

Wanda  Gknkral-Vukncia  .IrMou  Collhok.  Oulwdo,  FL; 

Amy  .McKNitiiiT-MinucAN  Stati:  V„  LAVsiNtj.  Ml;  .Ioki.  or  Sorm 

Florida,  Tamia.  FL;  Vi  VnKSANK-nT-EN(jiNKKRiN<;,  Davion.  Oil 

All  of  th(*so  students,  who  use  wheelchairs,  have  overcome  great 
obstacles  to  aci  omplish  their  goals:  They  could  not  have  done  so 
without  the  donations  from  YOU!! 

We  also  welcome  our  four  new  CHAIRSCHOIARS 
who  will  be  in  college  this  fall: 

K.V1IK  O rra(IK-East  Carolina  V..  (Irkknaii.lk,  SC; 

Krik\  Mkdina-Gon/.\(I\  l*„  Sh)K\NK,  \\A;  Ki.lkn  Sikkn-Stvik  V.  or  NY. 
F\rmim;dalk,  NT;  .Iokv  OioMAs-r.  or  Soi'm  Carolina,  ('oli  mdi v SC 

These  studmits  will  join  six  other  CILVIRSCHOLARS  enrolh'd  in 
schools  throughout  the  I'.S. — Best  wishes  to  them  all!!! 

The  trust(‘es  I hank  all  of  you  for  helping  these  courageous,  young 
men  and  women  pursue  their  dreams  with  your  kiml  h(*lp. 


Scholarship  applications  for  the  CHAIRSCHOLAR  ITogram  ean 
l)(*  obtained  from  “Doc”  and  Alicia  Keim:  17000  Patterson 
Hoad  0(l(*ssa,  FL  0:150(5.  Deadline  for  fding  for 
(■(dlege,  Autumn  1000  Jannaiy  15,  lilOO.  High 
School  Seniors  and  College  Frc'shman  who  use 

hairscholare 


L.-  c 
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speei4t 


The 

WeatherBreaker" 

collapsible  canopy  for  ALL  wheelchairs  and  strollers. 


"Hey  /^om.  I'm  Heady  To  Oo  Outside! 

The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there’s  no  break  In  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 


And,  for  keeping  legs  and  feet  dry,  nothing  beats  The  GunnySack, 
lap,  leg,  and  feet  cover  ...  for  the  one  you  love!  Contact  your 
local  medical  supplies  dealer,  or  call: 


800-795-2392 


rDIESTCO  Mfg.  Co  P.O.  Box  6504.  Chico.  CA  95927 
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CATALOG  FEATURES 


EXPANDED 

OVER  5000 
A THERAPEUTIC, 

^ RECREATION 
AND  TEACHING 
PRODUCTS 


Exciting  and  new:  outstanding 
books  on  active  learning, 
movement  education,  more  balls 
that  make  sound,  hand 
therapy  "squeezy  things", 
stimulating  aromatherapy  products.  Our  own  line  of 
adjustable  positioning  chairs  & positioning  equipment 
plus:  adapted  toys/games/furniture,  aquatics, 
gross  motor,  ride-ons,  manipulatives, 
active  play/balls,  sensory 
stimulation  products. 

^'^OOUCTS  FUVlX 

nAGHOusE,  fare. 

FREE  CATALOG  OFFER  Call:  B00*793-7900  FaX:  800*793*7922 

150  No.  MacQuesten  Parkway,,  Dept.  96750,  Mt.  Vernon,  N.Y,  10550 
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GUEST  EDITORIAL 


When  many  of  us  joined  I^vsident 
Clintons  administration,  we  did 
so  with  a seitse  of  hope  mid 
renewed  commitment  to  better* 
ing  the  lives  of  c hildren  mid  families.  We 
had  remsoii  to  be  upbeat  mid  optimistic, 
especiiilly  regmxliiig  the  federal  polic  y 
outlook  for  Ameiicmis  with  significmit 
disabilitic^s  mid  tlunr  fmiiilies. 

Sadly  though,  thc'se  past  12  months 
ha\x'  made  a tenible  difference.  We  all 
know  why  this  has  happeiUH;!,  so  I will  not 
spend  time  rc'xic'wing  tlie  obvioas.  But 
colk'ctivc'ly,  Anunic  ans  with  dLsiibilities 
mid  our  families  me  now  facing  the  fight 
of  a lifetime', 

A personal  and  historical  context 
I wmit  to  put  this  in  a pc'isonal,  <ls  wc'll  <ls 
historic  al  c’ontc'xt,  like*  iiicix'asing  iiiuiilx'is 
of  iiidhidiuiLs  with  signific-mit  disiibilitic's.  1 
have  hc'atc'ii  the  odds  society  stac  ks  up 
against  as — prc'Judic-e,  stc*rc'ot>i)c'smul 
continuing  disc*riminat ion,  I owe  my 
succ'c'ss,  (list  mid  forc'inost,  to  my  pmx'iits, 
who  refusc'd  to  ac  evpt  society's  low 
expectations  for  the*  youngc'sl  of  thc'ir  fi\'C' 
ciiildrc‘11,  Instc'ad,  lhc\v  hcipc'd  me*  to  set 
mid  achic've  high  c*x])c*c  tations, 

Hob  Williatns  is  ('omhiissUntrr  oi' thr 
A(hninistmfioH  ou  Drrvlopturntttl 
Disabilities  in  the  l\S,  Depart nicnt  of 
I leal  fit  and  Unman  Serrnvs.  Witt  ia  ms 
Itas  eerebnd  patsp  and  nses  (tntpnenta- 
tire  earn mnnieat ion. 

Tliis  arhrte  teas  adapted  J'nnn  a spn^eh 
Wittiams  pare  at  the  /.W;>  Satianat 
('ottaboratire  Academy  on  Mental 
RetantatioiK  sponsored  by  the  Dresidrnts 
('ommittce  on  Mental  Retaahdion, 

O 


And,  like  iiimiy 
otheis  with  severe 
disabilities,  I owe 
at  least  part  of  my 
suc-cess  to  the*  luck 
of  having  been 
bom  at  an 
extrc'inely  foi1u- 
nate  lime  in  oui' 
nation’s  histoiy 
lliis  is  critic*al  for 
today’s  pmeiits  to 
undemtand, 
becaase  some 
|)eople  in  our 
coimtry  seem 
intc'iit  on  turning  bac*k  the  ciock, 

Mmiy  of  as  remember  a much  ditTerent 
time'.  In  die  emiy  UXiOs,  for  exmuple,  ciiil- 
dren  w itli  c c'ix'bral  {xilsy  who  drooled,  as 
well  as  ciiildix'ii  c*onsideix*d  to  be  nu'iitally 
ix'tmxkxl,  wc'ix*  legiilly  Ixurx'd  from  attc^ncling 
most  public*  schcKils  in  my  home  state  of 
C'oiinecticut, 

F'orliumtc'ly,  those  laws  ciimiged.  By  tlie 
mid-sixtic's  wlu'ii  1 stmled  sc*hool,  things 
had  improvx'd.  Even  so,  my  fiist  class- 
room was  in  a c‘luirc  h,  not  because  my 
pjirc'iits  were  pm1ic*ulmiy  religious,  but 
bc'cause  this  was  the  only  place  in  town 
that  would  havx'  us, 

A few  yc'aiN  later,  1 asked  the  spec  ial 
c'duc  ation  dirc'c  tor  of  my  town  w hy  I 
c’ouldn  t go  to  the  same  school  as  my 
brotheis  mid  sistem.  His  rc'ply  w*as  as 
straiglitfonvard  as  my  ciuc'stion;  he  told 
me  1 couldn’t  go  to  ix'guha  ciassc's 
bec  ause  1 didn’t  spc'ak  clc'miy  enough, 

I lU'v  er  did  dc'v  elop  ciem'  s{)C'c'c*h,  But 
sonu'thiiig  c'lse  c-hmigc'd.  As  simple  tc'C’h- 
nology  like  electiic*  tyiiewiiters,  computc'is 
mul  comiiiuiiic  ation  dc'vic  c^  hc'c  miu*  more' 
av  ailable,  c'xix'c  tat  ions  incTc'asc'd,  Pm  c'iits 
bc'c*mne  bnldc'r  mid  more  orgmiizc'd.  As  a 
rc'sult,  state  laws  bc'gmi  to  chmige, 

Scx)ii,  <X‘c*c*ss  to  a n'guhu'  sc’hool  c*lass- 
room  vvjLs  no  longer  sc'c'ii  as  a piivik'ge 
but  as  our  right.  By  1975,  fc'dc*ral  law  was 
on  the*  side*  of  millioas  of  stuck'iits  with 
disabilitic's  who  wore  intent  on  gc'lting  a 
liigh-quality  c'duc’ution  in  the  maistrc'am, 
A fc'w  yc'ars  latei*  when  1 giacluatc'd 
from  high  sc'hool  and  vvantc'd  to  go  on  to 
c’ollege,  fi'cleral  law  was  on  my  side 
again — this  time  in  the  fonn  of  the 
Kc'habilitation  Ac*t  of  1972.  When  others 
expc'dt'cl  me  to  go  cjuic'tly  into  a shelterc'd 
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w'orkshop  for  the  rc'st  of  my  life,  my  par- 
ents and  I had  other  ideas.  And  we  knew 
the  Rc'habilitation  Ac*t  was  one  of  our 
strongest  tools  for  pursuing  the  future 
wo  envisioned. 

On  July  26, 1990,  a day  of  historic 
promise  mid  oppoitunity,  the  Anericans 
with  Disabilitic's  Act  (ADA)  wm  signc'd 
into  law'.  And  thanks  to  President  Clintons 
effectiv  e enforc*enient  of  the  ADA  we  liavx' 
c‘ontiniied  to  make  significant  progress  in 
opening  previously-C‘losc?d  dcx>rs, 

Texlay,  however,  we  mo  at  a fundamental 
turning  point  w ith  respect  to  the  kind  of 
future  we  cim  expect  for  ourselvos  mid 
the  kind  of  futuio  all  of  our  young  people 
c*mi  expec't  to  inliorit,  “Inclusion-lxishing” 
is  Ixx'oniing  more  and  moio  populai',  Mmiy 
people  mo  quick  to  blame  inclusion  for 
whatever  ails  oiu*  schools  iuid  countiy;  it 
is  placing  the  blmiie  on  those  of  us  w'ho 
act,  Uiink  or  exjiress  themselves  differently, 

"Forces  of  derisiveness  and  division" 
As  Piosideiit  Clinton  told  a gioup  of  us 
who  met  with  him  to  iiimk  the  fifth 
miiiiv'ersmy  of  the  ADA,  the  forces  of 
dc'risivx'iieas  mid  division  <ire  all  mxHiiid 
us,  threat c'liiiig  to  undennine  the  c‘i\il 
rights  of  all  Americ  mis,  including 
c liildren  mid  adults  w ith  disabilities, 

• IDEA:  We  me  facing  rejil  cluillenges 
to  reauthorizing  the  Inciividiuils  with 
Disabilities  Educ-ation  Act  (IDEA),  This 
law*  enabU'd  nc'miy  two  million  of  us  to 
gc't  a cjuality  public*  c'duc*ation.  Now'  there 
me  those  w ho  want  to  take  this  oppoilu- 
nity  away, 

• ADA:  The  ADA  is  also  under  attac*k, 
Ih'c'sident  (iinton  has  statc'd  that  he  will 
veto  any  attc'iiipt  to  rc'pc'al  the  law.  But 
he  luis  w'iinu'd  that  thc're  will  be  more 
subtle,  but  .still  potc'iitiiilly  damaging 
attac  ks  <iinu'd  at  c*utting  ADA  tec*hnic*al 
assistanc*e  mid  enforc  ement  effoils, 

• SSI:  Siniilmly,  SSI  payments  to  c*hildix'ii 
with  disabilities  are  under  intense 
sc*rutiny,  TneU'ra  flousc'-approvc'd  plan, 
approximately  177,000  ciiildrt'ii  w ith 
disabilitic's  would  lo.se  all  SSI  benefits 
mid  Mt'dk*md,  Ai  additional  ()12,(XX)  kids 
would  lose*  SSI  Ix'iuhts  vvliile  ivtiiining 
Mc'dic*aid  c'ligibility. 

While*  there  is  no  cjuc'stion  that  the* 
i*hildhc)CKl  SSI  program  is  in  nc'c'd  of 
rc'stnu'turing,  this  can  be  done  without 
wrc'c*king  havoc*  on  the  livx's  of  thc'se  kids 
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SPECIAL  KIDS 
LOVE  OUR 
SPECIAL  EDITION. 


The  AmTryke.  designed  lo  give 
physieally  challenged  children  their 
first  set  of  wheels,  is  just  one  of 
many  AMBUCS  achievements. 

AMBl’CS  provides  fun.  innovative 
service  opportunities  for  people  who 
want  lo  help  their  community,  but 
who  doiiT  necessarily  have  a lot  of 
spare  lime.  By  working  together. 
AMfit^S  volunteers  make  their  spare 
lime  go  a long,  long  way. 

If  you've  always  wanted  to  help 
others,  but  you  could  never  find  the 
(ime  lo  make  a big  commitment. 
AMBIT'S  suggests  you  make  a small 
commitment  instead.  Call  us  about 
membership  opportunities  or  for  in- 
formation on  our  AmTrvke. 


Cfftlting  fni1t‘pfr(1t‘nc(‘  FnrPfuplt*  With 


CAll 

1.800>838-1845 

8:.U)AM  .“'PM  l;ST 


ERIC, 


DRESSING  TA 

for  your  convenience 


L E 


• dress,  change  and  bathe  your  child  at  the  right  working  height 

• saves  your  back 

• saves  space,  as  it  folds  against  the  wall  when  not  in  use 

• when  fixed  in  the  bathroom  it  can  be  used  as  a shower  stretcher 

• good  quality  for  a good  price 

• ideal  for  Special  Education  Classrooms  and  other  facilities,  as  this  table 
will  accommodate  larger  children  and  young  adults. 

Call  now  for  details  and  Information  on  our  bathroom  safety  equipment: 
Linido  USA  Chattanooga,  TN,  USA  1-800-698-4504 
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FREE  TR^IHQUILITY  SAMPLE! 


Eliminate  Leakagel  Patented 
super-absorbent  materials  make 
Tranquility  absorb  like  no  other 
disposable  brief! 


Komfort  Monitor,  a volume 
sensitive  wetness  indicator  that 
“turns  to  blue  when  change  is  due." 


Super  Absorbent  Peach  Mat 
Protection  Zone  is  guaranteed  to 
keep  skin  dry  and  eliminate 
unpleasant  odor. 


Discreet  non-bulk  design  keeps 
you  comfortable  even  in  pants! 


Youth  Size 
Available! 


Kufguards,  lycra,  multi-strand  leg 
gathers  for  super  containment. 
Prevents  leakage  even  when  your 
walking! 


To  receive  a FREE  sample  of  Tranquility  Slimline  Disposable  Underpants  send  your  name, 
address  and  phone  number  along  with  $I  for  shipping  and  handling  to:  HDIS,  1215 
Dielman  Industrial  Court,  Olivette,  MO,  63 1 32.  Please  check  what  size  brief  you  need: 
□Youth  18-21"  waist  USmall  20-31"  waist.  □Medium  32-44"  waist.  □Large  45-58"  waist 


Name 


HDIS  Address 

Questions? 

Call  1-800-538-1036 


FlrtiSf  altcm  6-8  wreks  fur  drlKrr>. 

(hit)  OAr  Mfflptr  per  houtchuld.  LUplm  12-31  $3 
(op>TlnM  1995.  unis.  2A/V) 
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and  their  families.  The  childhood  SSI 
program  has  been  a big  factor  in  the 
reduction  of  admissioits  of  children  v\ith 
mental  reUirdation  to  state  institutions. 
Today  there  are  still  some  4,000  such 
youngsters  in  these  facilities — 4,000  too 
many.  But  30  yeai*s  ago,  there  were  98,000 
kids  in  tliese  places.  Do  we  really  want  to 
return  to  those  times? 

• Medicaid:  If  you’ve  been  thinking  tltis 
is  jast  a lot  of  federal  gobbledy-gook 
that  dcK'sn’t  affect  you  or  your  family,  tliink 
again,  ('hancesai’e  that  most  Americans 
witli  significant  (lisal)ilities  will  be  affected 
by  pro{X)sed  cuts  to  tlie  Medicaid  program. 

Everyone  agrees  that  Medicaid  is  out 
of  control.  Tlie  program  now  cos^s  88  bil- 
lion dollars  annually;  within  five  years, 
that  cost  is  expecttxl  to  reach  150  billion. 
'Fhis  is  clearly  unacceptable.  But  despite 
its  iwiiny  flaws,  it  is  important  to  remem- 
ber that  Medicaid  is  the  mj^jor  source  of 
day-to-day  sumval  for  millions  of  individ- 
uals with  significant  disabilities.  It  pays 
for  personal  assistance,  assistive  tech- 
nology and  other  supix>rt  services.  Without 
it,  hundreds  of  thousands  of  our  sons, 
daughters,  brothers  and  sistei*s  will  once 
again  end  up  lying  in  tiieir  own  excrement. 

Ih*esident  Clinton 
has  proposed  sev^- 
eral  w'ays  to  refonn 
the  Medicaid  pro- 
gmm.  HLs  suggested 
reniedi(‘s  include 
tnily  comprehen- 
siv'e  nationiil  healtli 
refonn,  giants  to 
help  states  ex])and 
across  to  con- 
sumer-driven per- 
sonifl  iissistance 
iind,  most  impor- 
tantly, the  elimination  of  the'  federal 
deficit — not  in  seven  yem's — but  over  a 10- 
year  cycic'  so  needed  cuts  cmi  be  mack' 
more  gradiuilly,  at  f<u*  less  human  expense 
and  with  much  more  forethought. 
Tragically,  the  Hopublicmi  leademhip  in 
Congrc'ss  has  n^jected  every  one  of  tlu'se 
thoughtful  proposjils. 

Instead,  ModiCciid  cuts  pn)jx>s(Hi  by 
Repuhlic*;uis  would  force  state's  to  slash 
sc'rvicc's.  Tlie  first  to  go  wcnild  Ix'  sc'n  id's 
such  as  jH'isc  )iuU  assistmice  inxd  assv^dve 
UHhnology.  Aud  this  is  just  tlu'  Ix'^nning  By 
2003,  Ihc'sc'  Mcxiicjiid  (*uts  would  (iimiiuite 
coven jge  for  nejirly  nine  million  childn'n, 
ekk'ily  ixx)})!!'  juhI  indivickuds  with  dLsil)iliti('s. 
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Some 

PEOPLE  IN 
OUR  COUNTRY 
SEEM  INTENT 
ON  TURNING 
3ACK  THE 
CLOCK. 


Fighting  for  the  future 

What  ironld  these  rats  really  mean.^  A , 
few  weekends  ago,  someone  asked  me 
this  very  question.  The  questioner  was  a j 
contemporaiy  of  mine,  a woman  with  j 
vriy  significant  physical  disabilities 
wdio  relies  on  augmentative  comniuni-  , 
cation  like  I do. 

There  was  no  sidestepping  or  sweet- 
coating the  issue.  I gave  her  the  only 
honest  and  direct  answer  I c*ould:  These  : 
cuts,  along  with  the  power  of  the  nurs-  i 


ing  home  lobby,  would  mean  that  thou- 
sands of  people  with  disabilities  would 
be  forced  into  nursing  homes  once 
again. 

If  there  is  one  message  I want  you 
to  take  away,  it  is  this:  You  and  I are 
fighting  for  our  lives,  for  our  future  and 
for  the  right  to  decide  that  future  for 
ourselves.  But  niost  of  all,  we  are  fight- 
ing for  the  lives,  the  futures  aud  the 
fundamental  civil  rights  of  our  sons  and 
daughters.  EP 
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Medical  Supply,  Inc. 


Mail  Oi  cjer 
Medical  Supplies 


We  couldn't  list  all  the  items  we 
carry,  so  please  call  if  you  need  a 
product  that  is  not  listed  below. 

800-633-2139 

♦ INCONTINENCE 

Youth  size  briefs,  reusable  2-piece 
systems  for  children.  Attends, 
Depends,  Medline,  Tranquility, 
Saik,  Priva 

♦ REUSABLE  AND 
DISPOSABLE  UNDERPADS 
Attends,  Depends,  Medline,  Priva, 
Tranquility,  Salk 

♦ WHEELCHAIR  CUSHIONS 
Roho  and  Roho  for  Kids 

♦ OSTOMY 

ConvaTec  Little  Ones,  Cymed, 
Hollister,  NuHope 


WE  CARRY  A FULL  LINE 
OF  UROLOGICAL,  SKIN 
AND  WOUND  CARE, 
PRODUCTS. 


FREE  SHIPPING 

on  most  orders  over  $75.00 

CisU  for  a free  catalog 

800-633-2139 
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$2.00 


Inside 

Ai^mentative 

Sights  & Sounds 
Mobility 

Positioning 

Systems 

Adapted  Toys 
Activity  Centers 

Environmental 

Controls 

Capability 

Switches 

Sensory  & 
Manipulation 
Recreation 
Special  Play 
The  Library 

Skiilbuilders 

CarvDo 

Call  For  Your 
Fr££  Color 
Catalog 

im4434728 

OR  Fax 

h914^76^21 
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Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603) 358-0438 


Haverich 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America. 
Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
Parking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 

Use  of  Safety  Helmet 
Required 
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Networking 


Infoimation  from  Hie  National  Parent  Network  on  Disabilities 


The  National 
Parent  Network 
on  Disabilities 
Board  of  Directors 

Marta  Anchondo 

TASK.  Anaheim.  CA 

Dianna  Autin 

Advocates  for  Children  of  New  York. 
Long  Island.  NY 

Margaret  Burley 

OCEHC.  Marion.  OH 

Joanne  Butts 

Washington  PAVE.  Tacoma.  WA. 
President 

Connie  Curtin 

Vermont  Parent  Information  Center, 
Burlington,  VT 

Diana  Cuthbertson 

Statewide  Parent  Advocacy  Network 
(SPAN),  Westfield.  NJ. 

Past  President 

Joseph  Garcia 

Touchstones,  Seattle.  WA 

Paula  Goldberg 

PACER  Center,  Minneapolis.  MN 

Connie  Hawkins 

Exceptional  Children’s  Assistance 
Center  (ECAC),  Davidson.  NC. 

Bonnie  Johnson 

Arkansas  Disabilities  Coalition. 
Little  Rock.  AK 

Joan  Kilbum 

MATRIX,  A Parent  Network 
& Resource  Center. 

Mill  Valley,  CA.  Treasurer 

Sue  Pratt 

CAUSE,  Lansing.  Ml 

Pat  Smith 

Georgia/ARC.  East  Point.  GA. 
Parliamentarian 

I Pam  Steneberg 

! Disability  Rights  Education  & 

I Defense  Fund  (DREDF). 

! Berkeley.  CA. 

I Vice  President 

Janet  Vohs 

Federation  for  Children  with 
Special  Needs.  Boston.  MA. 
Secretary 

Patricia  McGill  Smith 

Executive  Director 


Cenectioiu 

The  Nevada  Parent  Tralnino  and 
Information  Center  (F^l)  was  listed 
Incorrectly  in  the  August  ^ue  of 
Networldng.  The  correct  lis^'ing  Is: 

Nevada  PEP 

(Parents  Encouraging  Parents) 
4970ArvilleSt.,Ste.110 
Las  Vegas.  NV  891 18 
(702)253-1939 
^'*'02)  367-9812  (fax) 

ERIC  NPND  regrets  the  error. 

EESBsaMl 


IDEA  Reauthorization  Update 


As  Excfjtonal  Parent  was  going  to  press,  it 
became  clear  that  the  House  of  Rei^resentatives 
intended  to  ccMisider  and  rewrite  the  reauthorization 
of  the  Individuals  with  Disabilities  Act  (IDEIA)  by  the 
end  of  September.  This  makes  House  floor  action — 
including  debate,  amendments  and  a vote  on  the 
reauthorizatiorr— likely  to  occur  during  OcU^ber.  The 
Senate  is  expected  to  make  its  version  of  the  bill 
public  no  latei'  than  September  25,  with  deliberation, 
rewriting  and  possibly  a vote  before  the  end  of 
October.  Our  children’s  access  to  public  education 
will  be  decided  witlrin  the  next  few  weeks. 

This  installment  of  Netivorking  will  examine  the 
proposed  changes  to  the  IDEA  and  their  impact 
upon  children  and  youth  with  disabilities.  As  it 
£^peaxs  now,  both  die  House  and  Senate  versions 
of  the  IDEIA  would  seriously  erode  the  due 
process  rights  of  children  with  disabilities.  Call  or 
write  to  members  of  your  congressional  delegatioa 
You  don’t  have  to  be  an  expert  on  the  proposed 
legislation;  you  are  an  expert  in  the  day-tcxlay  real 
world  Yoiu'  legislator  may  never  ha\^e  met  a spec*ial 
education  student.  Share  ?ya«r  expertise  witli 
Congn'ss. 

We  must  act  now  or  w'e  will  have  no  right  to 
complain  about  what  we  get.  It  is  not  too  late  to  be 
hoard,  but  whatever  you  decide  to  do,  do  it  now! 

Vital  Issues 

• Students' due  pnxvss  rights  uvuld  be  nxxietl  iu 
the  guise  of  discii)line.  Botli  the  House  and  the 
Senate  aie  proposing  tiiat  students  who  bring 
“weapons”  to  school  or  beha\'o  in  a way  that  is 
*Tx)tentially  dangeroas  to  themselves  oi*  others”  l)e 
subject  to  an  “interim,  alternative  placement.”  This 
language  would  allow  a teacher  or  administrator  to 
imilaterally  decide  that  a student’s  beha\ior  Is 
“potentially  dangerous,"  thus  initiating  a process 
parents  could  not  stop.  Imn-uxiiately;  the  student  in 
question  would  lx?  put  out  of  sdiool  for  45  days. 
During  diat  time,  a “team”  (tlie  lEP  team,  we  hopi'; 
but  the  pro|K>saJ  is  \'ague  on  tills  point)  would 
re\iow  the  student’s  beliavior  and  oveuill  ix'rfor- 
manco  and  devi'lop  rec*ommendations  for  Ills  oi*  her 
next  educational  placement. 

If  parents  disagreed  with  thost'  ix'C*  imnienda- 
tions,  they  could  trigger  ciurontlyK'xlsting  due 
pr(X*ess  procedui-al  safeguards,  which  i\rv 
dc'signiHl  to  protect  piinmts’  riglit  to  participate  in 
de(*isioiLs  idxnit  their  children’s  education.  (Due 
pixx'css  begins  with  IogaJly-(\staldished  “admiiiLs- 
tmtiv'e  mnuxiic's.*’  TTie  first  of  tlu'so  is  iui  “impcUtiiil 
healing  ” which  (’Oiuiudi's  witii  the  wiittni  (kxision 
of  tlu'  heiiring  ollifi'n  Tliat  di'cLsion  may  bt' 
ai)pe?iled,  but  if  that  apptnd  fails,  “administrative 
miuxlit's”  have  Ixvn  ('xhaiistixl  tuid  pments  must 
mm  to  the  coinls.) 

In  tlie  situation  (k'S(*rilHHi  abo\e,  a stiuknit 
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removed  to  an  “interim  iiltemative  placenu'iit” 
would  remain  there  while  due  process  ran  its 
course.  However,  because  in  many  instances  the 
“interim  alternative  placement”  would  be  home- 
schooling,  these  due  proc*oss  procedures  could 
serve  to  keep  our  children  at  home — just  as  they 
were  kept  at  home  prior  to  If  175,  when  PL  94142 
was  first  passed,  (PL  94-142  was  the  ori^nal 
special  education  law  and  the  basis  of  what  is  now 
Imown  as  the  IDEIA.) 

• Parents  uxmld  be  const  mined  iu  their  abilitg  to 
tecoup  legai  feeSy  even  if  they  win  in  couii.  Cur- 
rently, if  parents  do  not  agree  with  die  educational 
placement  of  their  diild,  and  caiVt  get  the  situation 
resolved  through  administrative  reniedit's,  they 
can  take  the  case  to  court  If  in  court,  the  judge 
rules  in  the  parents’  favor,  the  school  district  Is 
required  to  reimburse  them  for  their  legal  fees. 

The  House  proposal  would  add  restrictions  to 
the  reimbursement  of  paients’  legal  fees.  For 
instance,  if  parents  did  not  notift^  sc’hcol  districts  10 
days  prir  >r  to  filing  in  court  to  contest  educational 
pl^emcnt,  legal  fees  would  not  Ix"  reimbursed  TT>e 
proposal  would  also  allow  the  court  to  reduce  fix's 
’ if  the  judge  detenmnes  those  fees  are  higher  tlian 
I “pre\ailir^  rates,”  thus  leductng  die  amoimt  of 
money  parents  w'ould  be  reimbursed,  but  not  the 
amount  of  money  they  would  pay.  The  c*ourt  cxnild 
I also  disallow  reimbursement  if  die  parents  did  not 
I demonstrate  “good  will”  in  settling  die  nuitter 
I Ix'fore  going  to  court.  However,  schcxil  districts 
i w’ould  not  lx?  reciuired  to  (k'Hionstraic  duit  they 
; acted  in  gcxxi  faidi  or  sc'riously  attemptixl  to  resoKe 
' the  dlsjmte  prior  to  going  to  court. 

I Tliese  proposed  restrictions  on  reimbursement 
I of  legal  fees  would  make  it  harder  for  parents  to 
I secure  legal  representadon.  Parents  can  t hire  a 
' lawyer  if  they  can’t  pay  for  one.  and  for  nuuiy 
! pannits,  it  would  be  difficult  to  pay  a lawyi'r  if 
’ those  fees  weren’t  reimbursed.  Tlie  delicate 
balance  of  jxiw’cr  that  now  exists  Ixt  wivii  sehixils 
' and  parents  would  Ix'  tilted  in  favor  of  sehixiLs. 

• Sdiool  districts  would  he  aliowed  to  factor  iu 
cost  when  detenuining i)lacnueut,  lYojioscxi 
’ laiiguagi'  would  Jillow'  schix)!  dlstric  ts  to  factor  in 
c*ost  when  detenuining  placement  forsixHtjU 
educ-ation  students;  diLs  Is  not  allowixl  iiiuliT 
current  Law.  Tills  could  niciin  that  s|xx*iiil  ihIucji- 
I turn  stuik'iits  would  nx-oive  tlu'  cheaix'st — not  tlii' 

I most  appropriate' — si'rvici's.  Sdux)!  districts  could 
reduce  their  budgets  for  sjx'cial  ('duration  and  jus- 
tify  inappropriate  placements  on  the  basis  of  cost. 

House  PiAi«  TO  Append  IDEA 
TO  THE  Education  Reform  Block  Gravt 

NPNI)  has  (iJ.so  leanuxl  that  the  1 knisi'  Fxxmoinie 
and  Education  OfiixMlimitii's  (’oiiiniittix'  intends  to 

t nnlninrtl  »>n  tHUU'  »o 
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append  amendments  of  the  DEA  to  the 
House  veision  of  education  reform — (he 
Eciucation  Refomi  Block  Grant  It  is  common 
practice  to  modify  one  piece  of  legislation  by 
appending  amendments  onto  another  piece 
of  legislatioa  m amendment  to  a 

laiger  bill  that  is  sure  to  pass  assures  that 
the  amendment  also  will  pass.  For  instance, 
^ropriations  (budget)  bills  often  include 
amendments  that  have  nothing  to  do  with 
appropriations.  Those  amendments  pass, 


how(‘ver,  btK'ause  defeating  the  amend- 
ments would  require  voting  against  the 
entire  appropriations  bill. 

With  the  IDEA,  the  House  majority  has 
reversed  the  strategy.  Tliey  are  attempting 
to  gain  passage  of  their  version  of  educa- 
tion reform  by  attaching  the  IDEIA  reautiio- 
rizing  amendments  to  it  The  assumption  is 
that  the  IDEIA  reauthorization  is  sure  to 
pass,  thereby  pulling  education  reform 
along  with  it  House  staffers  have  made  it 


clear  that  they  arc  pursuing  UiLs  strategy  in 
order  to  force  the  Senate  into  negotiations 
on  education  reform.  If  the  IDEIA  were  not 
attached  to  the  Education  Reform  Block 
Grant,  the  Senate  could  pass  the  IDEA 
while  avoiding  education  reform.  This 
strategy  in  no  way  strengthens  the  IDEAs 
content,  nor  does  it  increase  the  likelihood 
of  quick  and  easy  passage. 

NPND  opposes  holding  the  IDEA 
hostage  to  a bill  that  is  controversial,  and 
has  forwarded  a letter  to  this  effect  to  the 
House  Economic  and  Elducation  Opportu- 
nities Committee  staff.  We  do  not  think  that, 
this  reverse  strategy  will  necessarily  work. 
Usually,  amendments  added  to  unrelated 
bills  are  minor  ac[justments.  These  IDEA 
amendments  are  not  minor,  ^fhese  amend- 
ments fully  embody  the  reauthorized  law 
governing  our  children’s  right  to  a free, 
appropriate  education. 

By  the  time  this  article  is  published,  it  is 
likely  that  the  House  will  have  already 
acted  on  the  IDEA.  The  bill  will  be  going  to 
the  Senate  Labor  and  Human  Resources 
Committee.  Contact  the  senators  on  this 
committee  immediately,  and  tell  them  to 
reject  any  legislation  that  includes  the 
IDEA  reauthorization  amendments. 
Committee  chair  is  Nancy  Kassebaum 
(R-KS);  members  are  Spencer  Abraham 
(R-MI),  John  Ashcroft  (R-MO),  Dan 
Coats,  (R-IN)  Mike  DeWine  (R-OH), 
Christopher  J.  Dodd  (D-CT),  Bill  Frtst 
(R-TN),  Judd  Gregg  (R-NH),  Slade  Gor- 
ton R-WA),  Tom  Harkin  (R-IA),  Jim  M. 
Jeffords  (R-VT),  Edward  M.  Kemiedy 
(D-MA),  Barbara  A,  Mikulski '(D-MD), 
Claiborne  Pell  (D-RI),  Paul  Simon  (D-IL) 
and  Paul  Wellstone  (D-MN). 

How  TO  STAY  INFORMED 
The  IDEA  reauthoiization  is  moving  quk  kly. 
The  bill’s  language  and  issues  are  changing 
daily.  Tb  be  sure  you  have  the  most  current 
infonnation,  contact  your  local  Parent 
TYaining  and  Information  Center  (FFT).  If 
you  do  not  know  how  to  reach  tliat.  center, 
call  NPND  (70^/684-6763).  We’U  connect  you 
with  informed  parents  in  your  state. 

Hpyy.P  P^Mli^CATE  YOUR  VIEWS 
Parents  are  bu^  people.  Yet  the  need  to 
make  our  v(  /ices  heard  on  tliesc  issuers  is 
critical,  and  the  time  is  now!  Due  to  the 
likelihood  that  the  House  will  have'  acted 
by  the  time  this  picx*e  is  published,  parents 
should  concentrate  communication  efforts 
on  th(‘ir  Senators.  All  members  of  the  US. 
Senate  can  be  reached  by  calling  202-224- 
3121  or  writing  to  The  Honorable  Senator 

, do  The  US.  Senate,  Wasliington, 

D(‘  20510.  We  must  make  them  heai*  us! 


CENTER  FOR  CHILDREN  WITH  CHRONIC  ILLNESS  AND  DISABILITY 


Resident  Training: 

Pediatricians  Make  House  Calls 

Today,  families  provide  most  of  the  care  for  children  with 
chronic  illness  and  disabilities  and  they  provide  that  care 
at  home.  Pediatricians  can  play  a major  role  in  teaching 
families  how  to  care  for  their  child's  special  health  care 
needs,  along  with  their  "normal"  developmental  needs. 


That's  why  pediatric 
residents  at  the 
University  of  Minnesota 
are  learning  about  the 
chronic  needs  of  children 
with  disabilities  from 


DEFINITION 


Resident 

A post- 
graduate 
physician 
receiving 
training  in 
specialized 
areas  such  as 
pediatrics, 
family 
medicine, 
internal 
medicine,  or 
surgery. 


families.  The  classroom  is 
the  home  and 
community. 

The  complex  and 
long-term  nature  of 
chronic  conditions 
typically  require  the 
involvement  of  a variety 
of  family  and  community 
resources.  While 
physicians  see  these 
children  in  the  clinic  and 
in  the  hospital,  more 
often  than  not  it  is  the 
families  who  negotiate 
their  child's  daily  health 
and  medical,  educational 
and  human  service 
needs. 

Two  pediatricians  at 
a time  in  their  second 
year  of  a three-year 
residency  spend  four 
weeks  in  a neuro- 
developmental 
disabilities  rotation 
learning  about  children 
with  chronic  illness 
and  disabilities,  and 
the  impact  of  these 
conditions  on  the 
families  who  care  for 
these  children^  Their 
time  is  divided  among 


a variety  of  activities: 
home  visits,  community 
visits,  in-patient  and  out- 
patient clinical  care,  and 
classroom  discussion. 

Resident  Training 
Turn  to  page  52 


The  Center  for 
Children  with 
Chronic  Illness  and 
Disability  is 
learning  a great  deal 
about  children  with 
chronic  illness  and 
disabilities,  their 
families,  and  the 
political,  health  care, 
and  policy 
environments  that 
affect  their  care.  To 
reach  as  many 
families  as  we  can, 
we  join  with 
Exceptional  Parent  to 
publish  Children's 
Health  Notes  to 
define  the 
environment,  raise 
questions,  identify 
strategies,  or  provide 
clarification  of  issues 
that  are  critical  to 
providing  care  for 
children  with  special 
needs  and  their 
families. 
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Children's  Health  Notes  is 
published  periodically  and 
is  made  possible  through 
Grant  H 1 33B40019  from 
the  National  Institute  on 
Disability  & Rehabilitation 
Research.  The  opinions 
expressed  do  not  necessarily 
reflect  the  views  of  the 
University  of  Minnesota  or 
its  funding  sources. 


Children's  Health  Notes 
Box  721 

420  Delaware  St.  SE 
Minneapolis,  MN  55455 
(612)  626-4032  V 
(612)  624-3939  TTY 


Resident  Training 
From  page  51 

Home  Visits: 

The  Pa  rents- As- 
Teachers  program  allows 
residents  to  learn  more 
about  the  daily 
challenges  facing 
children  with  chronic 
conditions  and  how  to 
coordinate  care  with 
families.  Residents 
encounter  a variety  of 
experiences.  A resident 
may  attend  the  child's 
school,  go  out  for  dinner 
or  go  bowling  with  the 
family,  or  may  learn 
about  elaborate  home 
medication  regimens. 

Before  visiting  with 
the  families,  residents 
view  a videotape 
prepared  by  a group  of 
parents.  Family 
members  describe 
interactions  with 
physicians, 
experiences  with 
the  health  care 
system  and 


the  impact  of  these 
factors  on  their  lives. 

■ One  family  shows 
slides  of  activities  at 
home  which  provide  a 
rare  glimpse  into  the  life 
of  a family  w^ho  works 
endlessly  to  provide 
"normalizing" 
experiences  for  its 
children. 

■ One  parent  tells  how 
she  cringes  when  her 
deaf  child  is  labeled 
handicapped  or  crippled. 

■ Another  parent  asks 
a physician,  "How  will 
you  know  when  a parent 
is  overstressec  ? What 
will  you  do  about  it?" 

The  videotape  and 
the  guided  discussions 
that  follow  provide  the 
background  for  home 
visits. 


One  resident  says  his 
family  visit  reminded 
him  that  parents  with 
children  who  have 
disabilities  are  parents 
first.  "Along  with 
managing  all  those 
medications  and 
adapting  their  lifestyle  to 
accommodate  their 
needs,  they  still  cook  the 
hot  dogs,  keep  the  kids 
from  fighting,  and  do 
what  all  parents  must 
do." 

He  goes  on  to  say, 
"The  children  w'ith 
special  needs  are 
children  who  need 
attention,  direction  and 
love." 

Another  resident 
recognized  parents 
struggling  with  tough 
questions  like,  "What  are 
the  limits  of  my  son's 
potentiaL  How  far  do 
you  push?"  Most  often, 
residents  express  how 
impressed  they  are  with 
the  family's  resilience. 

Like  the  residents, 
families  often  gain 
insights.  One  mother  of  a 
daughter  with  cerebral 
palsy  writes:  "I  think  it's 
a great  program.  I think 
the  residents  who 
participate  in  this  will  be 
better  prepared  than  the 
current  medical 
professionals  who  didn't 
have  this  opportunity 
and  are  uncomfortable 
with  the  disability  or 
loss.  Another  mother 
reported  that  she  would 
like  to  see  the  program 
expanded  to  include 
other  experienced 
medical  people,  teachers, 
physical  therapists, 
occupational  therapists 
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and  other  professionals 
with  whom  families 
work. 

Community  Visits: 

Collaborating  with 
families  often  involves 
coordinating  care  with 
community  resources. 

Each  month,  the 
residents  visit  two  fully 
integrated  community 
sites  in  collaboration 
with  the  University  of 
Minnesota's  Institute  on 
Community  Integration. 
Ten  community  agencies, 
including  early 
intervention  and 
elementary  school  sites, 
community  employment 
agencies  and  community 
recreation  sites, 
participate.  Residents 
learn  about  linking 
families  with  needed 
resources  and 
coordinating  care  more 
effectively  with  the 
family,  the  health  care 
system  and  community 
agencies. 

These  visits  provide 
residents  with  a sense  of 
the  variety  of  resources 
available  to  children  with 
special  needs. 

"What  an  eye- 
opening experience,"  one 
resident  explained.  Prior 
to  this  experience,  few 
residents  knew  the  extent 
to  which  children  Vv'ith 
disabling  conditions 
could  be  included  within 
ttie  commuiiity  and  the 
school.  One  group  of 
residents  was  struck  by 
the  range  of  physical 
development  of  the 
children  in  one  school 
room  but  they  were  even 


O 


more  amazed  by  the 
wide  range  of  functional 
abilities  represented. 

During  the  summer 
months,  residents  see 
kids  at  camp.  Two 
physicians  recall 
watching  a child 
precariously  being 
transferred  from  boat  to 
wheelchair. 

"All  the  kids  came 
running  out  of  the 
unstable  boat  and  here 
was  this  counselor  trying 
to  keep  his  balance  and 
get  out  while  carrying  a 
camper,"  Dr.  Joseph- 
DiCaprio  said.  A mom 
herself,  she  wondered, 
"What  would  happen  if 
the  child  fell  in?"  The 
question  answered  itself: 
What  would  happen  if 
any  of  the  children  fell 
in? 

"Maybe  we  are  the 
ones  who  are  afraid." 

Rather  than  focus  on 
what  is  wrong  with  a 
child  and  what  can  go 
wrong,  as  they  must  in 
order  to  understand  the 
child's  medical  needs, 
residents  are  asked, 
"How  can  we  strengthen 
this  child's  capacities?" 
This  rotation  allows  the 
time  for  residents  to 
discuss  the  roles  they  can 
play  in  the  lives  of 
children  with  disabilities 
and  their  families. 

Clinical  Encounters: 

The  rotation  is  based 
at  Gillette  Children's 
Hospital,  a regional 
health  center  in  St.  Paul 
for  children  and 
adolescents  who  have 
disabilities.  A total  of  24 
residents  per  year  attend 
daily  in-patient  roun'  Is 
and  care  for  children 


with  chronic  illness  or 
disability  who  are 
hospitalized,  and 
children  and  families  in  a 
variety  of  clinical  sites. 

Classroom 

Discussions: 

Discussions  are  led 
by  facilitators  who 
provide  care  for  children 
with  chronic  conditions 
and  who  come  from  a 
variety  of  backgrounds, 
including  medicine, 
nursing,  social  work,  and 
psychology.  Each 
facilitator  meets  with  the 
residents  to  discuss  key 
issues  such  as 
coordinating  care  with 
families  and  teaching 
them  to  manage  chronic 
conditions. 

Residents  meet  with 
a family  psychologist  to 
discuss  how  they  can 
assess  and  promote 
healthy  functioning  in 
families.  The  facilitator 
who  works  ^vith 
adolescents  and  parents 
in  the  community  leads  a 
discussion  about  normal 
developmental  issues 
facing  families  during 
adolescence.  The 
emphasis  is  on  how 
physicians  can  promote 
healthy  development  in 
adolescents  with  chronic 
illnesses  and  disabilities 
during  this  time. 

During  the 
orientation  to  the 
community,  residents  are 
engaged  in  discussions 
about  the  function, 
organization,  and  role  of 
interagency  collaboration 
of  the  major  community 
systems  of  support: 
health,  education,  human 
and  social  services. 
Residents  then  meet  for  a 


second  seminar  to 
discuss  experiences  and 
share  their  observations. 
They  learn  the 
differences  between 
system-centered 
programs  (like  hospitals) 
and  family-centered 
programs,  and  are 
shown  that  most  often 
success  really  requires  an 
interdisciplinary  and 
interagency  team. 

On  the  last  day  of  the 
rotation,  residents 
discuss  their  experiences 
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The  intent  of  the 
Parents- As-Teachers 
program  is  to  provide 
the  trainee  a realistic 
view  of  life  and  issues 
outside  of  the  clinic 
setting. 

1.  How  does  the 
family  incorporate  a 
child  with  a disabling 
condition  into  their 
regular  routine? 

2.  How  does  the 
family  create  a 
positive  environment 
for  the  child  as  well  as 
for  the  rest  of  the 
family? 

3.  What  are  the 
special  skills  and 
competencies  that  a 
family  develops  in 
managing  the  often 
complicated  care  of 
their  child? 

4.  What  services  and 
service  providers  are 
truly  supportive  of 
the  family? 
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If  you  want  to  leam 
more  about  the 
Parents- As~Teachers 
program,  contact: 

Peter  A.  Blasco,  M.D. 
Associate  Professor 
Director, 
Developmental 
Disabilities  Rotation 
Box  721  UMHC 
420  Delaware  St.  S.E. 
Minneapolis,  MN 
55455 

612/626-2401 

or 

Harriet  Kohen,  M.A. 
Coordinator,  C3ID 
Box  721  UMHC 
420  Delaware  St.  S.E. 
Minneapolis,  MN 
55455 

612/626-4032 

or 

Celia  Shapland,  R.N., 
M.S.N., 

PACER  Center 
4826  Chicago  Ave.  So. 
Minneapolis,  MN 
55417 

(A2I827’^2966 
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in  the  Parents-As- 
Teachers  program  with 
the  director  of  the 
disabilities  rotation.  Dr. 
Peter  Blasco,  M.D.,  and 
with  the  families  they 
visited.  Ordinarily,  one 
parent  from  each  family 


Building  A Parents-As-Teachers 
Program  In  Your  Community 

Developing  a Parents-As-Teachers  program  takes  both 
patience  and  collaboration. 


One  of  the 
developers  of  the 
program.  Dr.  Barbara 
Staub,  a pediatrician, 
remembers  answering  an 
ad  in  a PACER 
newsletter  in  the  fall  of 
1988.  As  the  parent  of  a 
child  with  disabilities, 
Staub  was  interested  in 
joining  a group  of 
parents  and  health 
professionals  in  a 
discussion  of  how  they 
can  better  communicate 
with  health  care 
providers. 

The  group  finally 
met  in  the  fall  of  1989. 
"We  all  agreed  that 
doctors  could  do  a better 
job  of  communicating 
with  parents,"  Staub 
says.  And  after  many 
phone  calls  and 
meetings,  she  and  her 
Collaboration  Among 


attends.  The  goal  of  this 
session  is  for  residents 
and  parents  to 
communicate 
comfortably  and  openly 
with  each  other  as  they 
share  the  insights  they 
liave  gained  through  the 
program. 


Parents  and 
Professionals  (CAPP) 
colleagues  went  on  the 
road,  making 
presentations  to 
physicians  and  health 
professionals  at  Maternal 
and  Child  Health 
conferences  and 
continuing  medical 
education  programs. 

By  August,  1990, 
"Parents- As  Teachers" 
had  found  a temporary 
home  in  the  adolescent 
health  training  rotation 
at  the  University  of 
Minnesota  after  two 
successful  years.  The 
program  was 
permanently 
incorporated  in  the 
developmental 
disabilities  rotation. 

If  you  are  interested 
in  replicating  this 
program,  keep  in  mind 
that  the  curriculum  for 
both  medical  students 
and  pediatric  residents  is 
crowded.  Try  to  link  up 
with  a sympathetic 
physician  and  committed 
parent  group.  Together, 
you'll  need: 

1.  A designated  time 
when  Inc  trainee 
(medical  student  or 
resident)  is  focused  on 
chronic  illness. 


2.  A program  director 
committed  to  organizing 
and  coordinating  the 
experience  and 
incorporating  it  into 
related  clinic  and 
didactic  activities. 

3.  A parent  group 
committed  to  expending 
the  time  and  energy  to 
recruit  and  help  organize 
participating  families. 


The  Center  for 
Children  with  Chronic 
Illness  and  Disability 

was  established  in 
October,  1989,  and  is 
housed  at  the 
University  of 
Minnesota.  The 
organization  is  a 
research  and  training 
center  dedicated  to  the 
study  and  promotion 
of  psychological  and 
social  well-being  of 
children  with  chronic 
conditions  and  their 
families. 


i ...  . . i 
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Parent  Survival  M^vnual:  A Guide  to 
Crisis  Resolution  in  AirisM  and  Reiated 
Develoumental  Disorders,  edited  by  Eric 
Schopler,  includes  many  practical  suggestions 
for  dealing  with  the  day-to-day  c.hattenges  of 
life  tcith  a child  who  has  autis~m.  The  hook  was  dauel- 
oped  as  a result  of  collaboration  between  parents  and 
professionats,  and  is  uvailabte  from-  ExcEinioNAL 
Parent  Library  (800/5ti5- 19 10).  The  following  is  an 
excerpt  from  Chapter  4:  '"Play  ami  Leisure." 


Changing  the  Game  For  Success 

Children  or  adults  with  developmental  disabilities  may  not 
eryoy  particular  activities  because  they  are  not  successful  at 
them.  Sometimes,  changing  the  equipment,  the  rules  or  the 
order  in  which  the  activities  are  done  can  make  a dramatic 
difference  in  the  individual’s  ei\joyment. 

MeUssa  has  some  physical  cooixlinalion  prob- 
lems in  addition  to  her  autism.  I was  pleased 
that  she  was  going  to  the  bowling  alley  leilh  a 
gmup  of  young  adults.  I thought  the  evercise  as 
uvtl  as  the  company  would  be  good  for  her. 

However,  she  found  the  bowling  .so  confusing 
and  difficult  and  did  so  badly  that  she  started 
flapping  and  whooping  until  everyone  in  the 
place  was  staring.  The  next  time  they  went, 
someone  brought  a three-foot-long  aluminum 
ball  chute  that  icas  set  up  at  the  line.  Melissa 
didn’t  have  to  measuir  out  her  steps  and  swing 
the  bait  back,  which  was  difliadt .for  her.  She 
just  set  it  on  the  chute,  and  pushed.  It  ivlled  and 
knocked  down  ixncs  oj  pins  to  the  shouts  and 
cheeis  of  lun' gmup.  Metissa  was  the  high  scorer 
for  the  night.  Now  siw  looks  fonvard  to  bowting, 
and  the  onty  gestures  she  has  are  “high  fives’’ 
with  a truddy  when  she  bowls  the  pins  over. 

No  one  likes  an  activity  in  which  there  is  no  chance  of 
success.  A considerate  person  in  the  bowling  group  adapted 
the  skUl  level  newled  to  acconmiodate  Melissa’s  limitations. 
She  was  then  free  to  er\joy  the  success  of  bowling  and  the 
.supportive  company  of  her  cheering  peers.  Here  is  another 
example  of  adajMing  equipment: 

Our  son,  Danny,  5,  doi’s  not  like  a traditional 
saving  because  his. feet  don't  touch  the  gmund 
when  he  is  in  it.  He  can’t  move  the  swing  by 
himself,  and, feels  uncomfortable  when  someone 
is  pushing  him  and  he  can’t  stop  the  .swing  him- 
self So  we  hung  a tire  .swing  that  he  can  lay 
acm.ss  and  pmjiel  ivith  his. feet  .stilt  on  the 
gmund.  He  loves  it! 

Swinging  was  frightening  for  Danny  because  he  was  ivot 
in  eontix)!  of  msikingthe  .swing  mov  e or  .stop.  After  liis  piu- 
ents  adapted  the  swing,  Ikumy  enjoyed  swinging  more 
bec-au.se  his  feet  touched  the  gnntnd  and  he  wiis  in  control 
I of  the  swing.  He  could  also  be  more  independent.  Parents 


have  always  modified  game  rules  for  younger  family  mem- 
bers by  moving  the  child  closer  to  a throwing  target  such 
as  a basketball  hoop,  a beanbag  target  or  a dart  board. 

Sometimes,  even  individualized  rule  changes  are  helpful 
in  ac^justing  an  activity. 

My  son,  Dwight,  really  wanted  to  iday  softball 
unth  his  older  blather,  Mike,  but  he  couldn’t  thimv 
or  mlch  well  enough,  and  he  could  never  hit  tlw 
ball  with  the  bat.  He.  umddfiiss  and  whine  when 
the  kU  i wouldn’t  let  him,  play.  One  day,  Mike  told 
Dwight  that  if  he  didn’t  talk  to  or  touch  the  run- 
ner, he  could  lun  to  thej'irst-base  coaching  box 
every  time  tlwiv.  ivas  a hit.  Now  when  the  older 
kids  get  a hit,  he  mces  along  outside  the  baseline 
to  the  coach’s  box.  He’s  leaUy  picking  up  speed, 

' and  the  kids  don’t  mind  having  him  around  now 
i that  he  doesn’t  whine.  They  even  practice  playing 
\ catch  ivith  him  now,  .so  it  ivon’t  be  too  long  until 
he’ll  really  be  able  to  play  ball  (or  join  a running 
■ team)  with  kids  his  own  age. 

: This  brother  was  patient  enough  to  find  a way  to  involve 
; Dwight  in  the  baseball  game  and  make  it  more  enjoyable 
for  both  of  them.  Other  rule  adjustments  that  parents  and 
i teachers  suggest  include  having  everyone  on  the  side  get  a 
I turn  at  bat  instead  of  retiring  the  side  after  the  customary 
; three  outs.  Table  games  and  other  less  active  games  can 
j also  be  adapted  so  that  they  are  easier  to  take  part  in,  but 
' .still  eryoyable  for  everyone  who  wants  to  participate. 

Bob,  our  lO-year-old  autistic  son,  is  the 
youngest  of  three  closely  aged  children.  The  two 
older  siblings  often  involve  him  in  their  games 
and  activities  by  changing  the  rules  or  leaving 
out  the  parts  that  are  too  difficult  for  him.  For 
example,  in  the  commemiat  game  “Sony," a 
move  can  be  spilt  between  tim  tokens— the  number 
7 can  be  completed  by  moving  one  token  S 
.spaces  and  anotiuw  token  4.  Wlwn  Bob  is  play- 
ing, eveiyone  completes  his  or  her  move  with 
one  token  only.  This  is  less  confusing  for  Bob 
and  makes  game  time.  nwre.fun. 

' This  family  adajrted  a game  for  their  son  by  changing  the 
' rules  to  fit  Bob’s  way  of  learning  and  understanding.  To 
eliminate  confusion,  everyone  who  was  involved  in  the 
game  used  the  same  rides.  The  more  concrete  the  rules  are, 
the  better  an  autistic  person  wUl  be  able  to  participate.  EP 

■ Reprinted  with  permission  of  Plenum  Pre.ss. 
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Coming  in  November... 
An  e.rceipt  J'rmn  Medicm.  & Surgical  Care 
mR  CiiiiJiREN  WITH  DowNSmiROME:  A Guide 
FOR  Parents.  Written  bi/  25  leading  medical 
e.tj)crt.s,  this  nnv  Iniok  pmvides  in-depth, 
easij-to-undeistand  information  on  six'cffic 
conditions  that  an'  mmmon  among  children 
and  adults  urith  Donm  syndmme.  This  book 
is  amilable  fnmt  Eacefitional  Parent  Library 
(800/5:15-1910). 
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HEALTH  INSURANCE  TROUBLESHOOTER 


by  Richard  Epstein 

Health  Insurance  for  Federal  Employees 

Plan  maximums  and  "medical  necessity"' 


QMy  children  and  I are  covered  tlinnigh  a health  insur- 
ance plan  for  federal  empIoycH^.  All  of  my  children 
: have  pervasive  developmental  disorder  (PDD)  with  autistic 

traits.  Tliey  need  ongoing  physical,  cxrupational  and  speech 
tlierai:>y.  The  insurance  compiuiy  lias  paid  for  these  services 
in  the  p^ist,  but  now  they  are  balking.  I’ve  enclosed  insurance 
company  statements  and  copies  of  the  c*oirespondence 
between  the  insurance  company  and  my.self.  Can  you  help? 

A Your  health  insuranc'e  plan  is  a benefit  plan  sponsored  by 
an  assoc'iation  of  federal  employees  rather  tlian  a tradi- 
tional insurance  policy.  This  means  the  pUm  is  regulated  under 
I a law  called  the  **Federal  Elmployees  Health  13enefits  Act,’' 
which  establishes  specific  rules  for  claim  appeals. 

^ I’ve  reviewed  each  Explanation  of  Benefits  Statement 
i (EOBS)  you  sent.  Many  of  these  claim  denials  are  based 
! on  the  grounds  that  the  treatment . .exceeds  the  maxi- 
mum allowed  by  the  plan.” 

A representative  of  your  plan  told  me  that  its  rules  regai'd- 
; ing  physical,  speech  and  occupational  ther^y  crhanged  last 
i year.  Althougli  plan  participants  apparently  were  notified  of 


the  ch^mge,  you  may  not  have  Realized  its  effects. 

At  tliis  point,  your  benefit  plan  allows  a maximiun  of  50 
visits  a year*  for  physical  therapy  and  a maxinumi  of  30  vis- 
its a year*  for  speech  and  occupational  therapy  combined.  i 
Any  furtlier  treatments  would  be  denied,  and  the  explana-  3 
tion  on  the  EOBS  would  probably  be:  **... exceeds  the  maxi-  ■ 
mum  allowed  by  your  plan.”  | 

If  you  have  not  exceeded  the  plan  maxinumi,  you  am  ! 
appeal  the  claim  denials  on  that  basis.  If  you  hare  exceed-  j 
ed  the  plan  maximum,  however,  I doubt  a claim  appeal  will 
be  successful.  | 

Many  of  your*  other  claim  denials  are  based  on  the 
gr’ounds  that  the  services  . .are  not  covered  expenses  under  ! 
the  plan.”  Tliat  phrase  lias  to  do  with  tlie  plan’s  defiriition  of 
**medical  necessity.”  It's  important  to  understand  tliat  tlie 
pliin  isn’t  using  the  term  “medically  necessary”  in  an  absolute  • 
sense;  latiier,  it  is  working  from  its  own  definition. 

Under  that  definition,  your  policy  covers,  for  example,  : 
speech  therapy  “. . .to  restore  attained  functional  speech  ‘ 
[lost]  due  to  illness  or  iryury,”  but  not  therapy  . .directed  i 
at  improving  existing  speech  and  addressing  speech  delay.”  • 
On  tliat  basis,  the  benefit  plan  has  con-  - 
eluded  that  your  children’s  ”...  occupa- 
tional, physical  and  speech  therapy 
would  not  be  medically  necessary.” 

Yom*  first  step  should  be  to  review 
the  denied  claims,  and  tlie  reasons  for  ! 
those  denials,  with  a benefit  plan  repre- 
sentative. It’s  a good  idea  to  have  tlie 
EOBS  ill  question  witli  you  diulng  that 
phone  conversation.  ! 

If  tliat  discussion  docs  not  lead  to 
resolution,  you  can  file  an  appeal.  The  | 

“Federal  Employees  Health  Benefits  | 


In  this  column^  Richard 
Epstein  answers  readers* 
questions  aboul  healUi 
insurance.  Send  your  ques- 
tions to  him  at  Exceptional 
PAREmt209HarvaniSL,Ste, 
303,BixxMine,MAQ2m, 

(617)  73aS742(far). 

if  your  question  relates  to 
a specyic  health  insurance  dainiy  please 
indude  copies  of  any  materials  you've 
received  firm  the  insurance  company. 
(Please,  don't  send  originals!)  Include  your 
address  and  phone  number.  Only  your  ini- 
tioLs  and  state  will  be  published  It  is  not  pos- 
sible to  respond  to  letters  individually 


At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 

1-800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include; 
residential  treatment  centers 
community-based  group  homes 
day  treatment  programs 
transitional  living 
acute  and  partial  hospitalization 
foster  care  homes 
family  counseling  and  therapy 
in-home  services 
aftercare  programs 
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Devereux 
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I Acf  provides  that  appeals  can  be  made  only  to  tlie  U.S. 

! Office  of  Personnel  Management.  However,  the  ma\imiim 
number  of  \isits  for  speech,  occupational  and  physical 
I theraj)y  and  the  benefit  plan’s  definition  of  “medical  neces- 
^ sity”  are  imlikely  to  change  as  the  result  of  an  appeal.  (You 
: can,  of  course,  discuss  these  issues  with  an  attorney.) 

; However,  if  your  children  are  currently  iii  school,  and 

i their  participation  in  speech,  occupational  or  physical 
i therapy  can  be  linked  to  possible  progress  in  educational 
] activities,  such  therapies  can  be  specified  in  the  children’s 
1 Individual  Education  Plans  (lEPs).  School  districis  are 
I legally  obligated  to  provide  all  services  listed  on  the  lEP. 

Many  federal  employees  can  choose  from  a variety  of 
; health  insurance  plans.  Given  the  situation,  it’s  important 
: that  you  to  begin  to  review  the  benefits  offered  by  other 

' available  insurance  plarjs  before  tlie  next  “open  enroll- 
• ment  period.”  This  period  runs  from  the  Monday  of  the 
i second  full  work  week  in  November  through  the  Friday  of 
' the  second  full  work  week  in  December,  or  as  otherwise 
; announced  by  the  U.S.  Office  of  Personnel  Management, 
i Be  sure  to  ask  specifically  about  the  insurer’s  definition  of 
1 “medically  necessity”  in  relation  to  speech  therapy,  and 


about  specific  limits  to  the  yearly  number  of  speech,  occu- 
pational and  physical  tlierapy  sessions.  EP 


Special  Trikes  for 
Special  People 

Featuring  Growth  Adjustability 

Foot  Propelled  Tricycles 

• 3 Sizes /Models 
(ciges  3 to  young  adult) 

• Steering  Stop  for  Safety  . 

• Easy  K>  Use  and  Durable 
♦ V^arious  Accessories 
Therapeutic  Exercise 


T 


Hand  Propelled  Tricycles 

• 3 Sizes /Models 
(ages  3 to  young  adult) 

• Back  Pedal  Brake 

• Steering  Stop  for  Safety 

Tricycles  are  specially  designed  in 
close  cooperation  with  therapists. 
Call  for  Free  Catalog  and  let  our 
experienced  operators  help  decide 
which  style  is  best  for  your  child. 


VISA-MasterCard 

P.O.  Box  7,364 

CuMBiRU-VD,  MD  21502  • .307-7,59-.1,SZ3 

Copyrghl  TRtAlO  1990  PHONE  FAX 

All  speoficalions  are  sutioa  to  aiteraitop  without  no*>co 


i^D 

RCHA8IUTATI0N  PROOUCtS 

1-800-306-6777 


ERIC 
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GALAXY  GROWTH  CHAIR 

The  Galaxy  Growtli  Chair  is  an  expand- 
able, adjustiible  wheelchair  designed  for 
children  weigldng  between  25  and  1 10 
pounds.  This  chair  acljusts  from  10  to  16 
inches  wide,  can  be  used  as  a push 
stroller  or  a self-propelled  wheelchair,  and  features  tilt-in- 
space seating,  a manually  acljustable  system  that  changes  the 
orientation  of  the  seat.  Choose  a square  or  round  tube  frame 
in  red  or  roval  blue.  The  square  tube  frame  accommodates 
any  of  Ortho-Kinetics’  custom  seating  systems;  the  round 
tube  frame  accommodates  most  other  popular  seating  sys- 
tenxs.  Order  the  Galaxy  witl'  or  without  seat  upholstery^ 
Removable  rear  wheels  and  leg  rests  allow  the  chair  to  be 
easily  transported  and  stored. 

Ortho-Kinetics,  Inc.,  Waukesha,  W1  53187 
Circle  #195 


THE  COMPETENT  KIDS  SERIES 

The  Compe^ient  Kids  series  is  designed  to 
help  parents  and  children  face  the  eveiy-day 
challenges  of  growing  up.  These  books, 
charts,  buttons  and  stars  address  specific 
developmental  themes,  ranging  from  learn- 
ing about  chores  to  learning  to  go  to  sleep 
alone.  The  activities  outlined  in  the  books 
and  charts  can  be  perfomred  anjwhere  at 
any  time,  without  equipment  or  instructions. 

Altlrough  the  materials  are  classified  by  age 
level,  conventional  age  labels  may  be  less 
meaningful  for  children  with  significant  developmental  delays. 
Three  Bears  Books,  Dallas  TX  75371 
Circle  #196 


DELTATALKER 

DeltaThlkcr  is  an  augmentative  conmumi- 
cation  device  that  helps  users  communi- 
cate quickly  and  effectively.  DeltaThlker 
comes  with  both  digitized  speec*h  and  syn- 
thesized speech.  Digitized  speech  (record- 
ed speech)  makes  it  possible,  for  example, 
to  introduce  oneself,  open  conversations  on  the  phone  and 
sing  songs.  Syntlresized  speech  (speech  generated  by  a com- 
puter) allows  the  storage  of  a large  vocabulary  and  die  inde- 
pendent geneiation  of  new  vocabulary  items.  Optional 
infrared  cE^abilities  (available  early  next  year)  will  peimit  the 
user  to  operate  the  T\^,  VCR  or  otlier  remote-controlled  items. 
Prentke  Romich  Company,  Wooster,  OH  44691 
Circle  # 197 
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ABIJ^DATA  database  of  assistii'c  technology  G7id  rehabilitation 
equipment  contains  information  on  nioiv  than  20^000 pixxiuctsfor 
persons  of  all  ages  who  have  a physical  cognitive  or  sensory  disability, 
hvilucts  are  chosen  for  this  page  by  the  ABLEDATA  sU{(f  based  on  their 
specific  applieability  to  or  dcsigti  for  children  with  disabilities.  The  cirde 
numliei's  are  to  be  used  on  ExcEimoNAL  PARi:sts  ''Free  Product  & 
hifonnation  Card.  ” Readers  can  cirric  a number  on  this  issue's  card 
(IHigi'  125)  to  my'ii}C  nwir  ir\fonnation  on  any  new  pnxiuc.tfeatutrd 
alxnr.  Pfea.^tc  allow  time  tofonrueehifordciixx*ry  of  the  itifonnation. 

For  moir  hfaFtnation  on  assi.stiie  devices,  or  to  submit  product 
hifonnation  for  the  dQtaba.He  (and  possible  inclusion  on  this  page), 
contact  ABLEDATA,  Hlf55  Colesrille  Rd.,  Ste.  935,  Silver  Spiing,  ^fD 
20910-:m9,  (300)  227‘02tC)  (V/FTV),  (SOI)  581192^  (VmY)  or  (SOI) 
587-m7(fax). 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  it>  uni(|uc  uukIcL  The  Evergreen  Center  has  a hiiitoiy  ot  i^uccesNlully 
iraiiMtiimm^  siuJents  to  less  intensive  CtMnmunity  settinjjs. 

Evergreen  students  live  m actual  commiinit\  settinj^s  iravelim;  to  and  ftiMn 
scht)ol  each  dav  through  the  Blackstone  Valiev  (MA)  countryside.  With 
trained  professionals,  they  learn  basic  skills  m the  classrivun,  in  the 
community  and  in  their  residence. 

Students  receive  uKatiimal  training  and  experience  real  work  opportuni' 
ties.  Studentsarc  supported  with  heha\-u>r  de\  eli>pment  proyrams,  medical 
and  family  serx  ices,  and  physicah  speech,  or  iKCupational  therapy. 

Our  Students'  Challenges 

• Am  ism  • HeariivJSiiiht  Impairment 

• Mental  Retardation  • Severe  Maladapti\e  Beha\  ior 

• Physical  Disability 

The  Evergreen  CAmter  is  a licensed,  pri\  ate,  noivprofit  residential  sch^xil 
t>ffering  students  and  their  families  from  across  the  cmintry  and  abroad 
residential  programming  12  months  a year.  For  more  information  call  or 
write  Robert  F,  Littleum,  Jr.,  Executive  Direcmr. 


EVERGREEN  CENTER 

345  Fortune  Blvd.,  Milford,  Massachusetts  01757 
D508^478o597 
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For  people  with  disabilities, 

WE  CAN 

turn  your  computer  into  an  open  door. 


•I  (ItHtr  to  twivnpfHirlitnitirs  ~ at  nark\  at  srhaof  and  at  hnni(‘. 

rhank\tn  lll\l  trrhnohffiw  firrsfms  n ith  visitnL  ninhilitw  sfn*tTh/lwarin}* 
arattvntion/inamnrvtlisnhilitivsvan  dn  things  o/ur  mrrr  tlnm^ht 
fHissddr.  l.ihrminfiHr  in  thr  ninhjdacr  and sapjant  fainilirs.  I.in* 
indrpcndrntls  (tf  others,  ilndtutt  //in/r  fn  niHinf:  l-HOO-  I2(t- 
(Um  i ):  hHiin-l2(>-lVa(  IIW):  in  Canada.  l-HUtt- 

it  IHM.  nv( an  donum* than  \on  think. 

HMIndki'kndknckSk.hiks 

/V#;  « //I  .if.., Ill, W... 
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A SPEOAL  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS! 

This  Reply  Card  enables  you  to  receive  FREE  information  atwut  products 
and  services  seen  in  Exceptional  Paront. 

Hosv  to  use  ihis  service- 

1.  Locate  the  number  at  ihe  bonom  ot  each  ad  or  refer  lo  me  Directory  of  Advemsers 

2.  Circle  the  numbe.fS  on  the  Reply  Card  that  correspond  lo  the  companies  or  products  about  wnich 
you  v.ouid  like  to  receive  free  literature. 

3.  Fill  m i<our  name  and  address  on  the  card  and  mail  the  postage -paid  card  You  win  rece've  tree 
literature  from  each  company  for  which  you  circled  a numoer 

4.  If  both  Reply  Cards  have  been  removed  from  this  issue,  jusi  call  or  v/nie  to  the  companies  directly 
Be  sure  to  le'l  them  you  saw  meir  ad  m Exceptional  Parent‘ 
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.IlMUlInmll.I.I.mllmUmlll.lMl 


by  David  Hirsch,  M.D.  i 

Unexplained  Health  Problems 


Q()ur  son  is  now  seven  years  old. 

He  wiis  Ixjni  at  2^)  weeks  gestation 
and  had  a complicated  neonatiU  (*ourse. 
As  a ix^ult  ofliis  prenialiirity  and  n^i- 
i ratory  problems,  he  develojxxi  a grade 
I IV  interventricular  hemontiage  (IVI I),  a 
I bleeding  mto  one  or  more  of  tlie  small 
brain  cavitit^  Uiat  aa^  necessary  for  tlie 
! pnxluction  and  ('irc'ulation  of  J^iiral 
fluid.  Subsequent  to  this,  he  developed 
hydixx*ephalas  (accumulation  of  the 
spiiuil  fluid  in  one  or  more  of  the  ventri- 
cles, causing  ex})ansion  of  the  ventricle 
wliich  results  in  excess  pressure  in  the 
brain),  cerebral  palsy,  epilep^  and  optic 
iUrophy  (degeneration  of  the  nerve  to 
the  eye,  responsible  for  sight).  He  needs 
some  help  with  feeding  but.  does  not 
have  problenrs  with  choking. 

For  t lie  first  five  years  of  hLs  life,  he 
was  relatively  healtliy  in  spite  of  hLs 
disabilities.  His  seizures,  too,  were 
under  good  control. 

In  the  last  tw^o  years,  however,  he  lias 
had  more  seizures  and  fiequent  illnesses 
the  doctors  say  are  ‘Viral,”  but  from 
w'liich  he  recovers  very  slowly.  In  fact,  he 
si'ems  to  be  sick  more  than  he  is  well.  He 
l-ias  had  recent  problems  with  c^oastipa- 
tion,  too;  this  is  also  something  new. 

HLs  dockjr  did  a number  of  blood  tests, 
including  tests  of  hLs  immune  ^eia  All 
the  results  were  normal.  X-rays  of  Iris 
chest  m6  sinuses  were  also  normal. 

I am  worricxl  that  frequent  ill- 
nesses wiD  stress  my  son’s  heart  and 
lungs.  His  ckx-tors  tell  me  it  is  normal 
for  cliildren  with  his  type  of  chronic 

In  this  column,  David 
Hifsdi,  apedicUficUm 
andme}nberqfthe 
ExCEPnONALPARBf^sEdiir 
orialAdviscny  Board, 
answers  questiovsfitm  read- 
ers,  Dn  Hirsch  is  apartner 
inlhoerm:l^xihdrics,  Ltd  in 
Hwemx,  Aixixmjcu  He  specialr 
^ tmUh^gdiUcbm  vnih 
devciopmental  disabilities  and  chwnic  iUnesses. 

Since  Dk  Hirsch  has  not  examined  the 
diild  in  question,  parents  need  to  review  his 
suggestions  with  appnjprUite  pmfessiomls. 
MerUitms  of  specifwpivducls  ori^ 
illuslrxitcs  suggestions;  he  is  ml  eruk^^ 
any  specific  products, 

Serulquestiotts  to:  Ask  the  Doctor,  Exceyr- 
mALpAMSM\209HanKndStfV(i,  SuUeSOS, 


i medical  problems  to  Imve  unexplained  ! 

; healtli  problems.  What  do  you  think*.^ 

I Have  my  son’s  doettors  lcx)ked  far  j 

! enougli  to  find  a cause  for  his  problems?  1 

AQiildren  like  your  son,  who  have  ; 
chronic*  medical  problems,  can  be  ! 

I relatively  healthy  for  many  years.  Unless 
' there  is  an  underlying  heart  or  lung  con- 
: dition  you  did  not  mention,  your  son’s 
I illnesses  shouk  I not  cause  hc^art  or  lung 
1 problems — »jnless  he  develops  sc^rious 
i lung  infeclions  in  the  years  to  come.  I 
I wish  I knew  more  about  the  ^XH:ific  type 
j of  infections  your  son  has  had  For 
i example,  were  they  just  freejuent  colds  or 
; were  they  infeclions  of  a more  serious 
I nature,  such  as  reairrent  sinus  infec-  | 
: tions,  bronchitis  or  pneumonia?  Without 
that  infonnation,  it  is  Iiard  to  know 
! whether  the  dcx:cors  ran  sufficient  tests 
I to  rule  out  any  serious  immune  prol^Iems. 

] Did  the  doctors  give  you  a reason  for 

* your  son’s  increased  number  of 
j seizures?  Bextause  he  has  hydro 
i cephalus,  I am  assuming  he  has  a 
I shunt.  Is  tiie  shunt  working  properly? 

His  frequent  viral  infections  might  be 
a^ponsible  for  the  incn'ased  seizure 
activity,  but  otheT  reasons  such  as  inad- 
c‘quale  medic*ation  or  worsc'ning  of  liis 
hydixx'ophalus  should  be  ruled  out  first 
(Constipation  is  conunon  in  individ- 
I uals  witJi  cen'bral  palsy  because  of 
! lac*k  of  activity  and  an  inability  to  bear 
i down  properly  to  have  a bowel  move- 
ment ThLs  tendency  to  constipation 
may  lKX‘ome  a more  serious  problem 
if  inadequate  fluids  are  taken  in 
bec*aiLse  of  the  naasca,  vomiting  or 
fever  tliat  may  ac'company  rec'urrent 
infeclions  such  as  your  son’s. 

It  is  haid  to  say  when  your  son’s  con- 
dition will  improve.  But  make  sun'  he  is 
getting  a did  that  suppliers  liiiTi  with  all 
the  calories,  nutrients  and  fluids  he 
neexis.  (’ontimie  to  work  with  hLs  primiuy 
physi(‘iiui,  who  would  Ih'  Ix'sI.  alile  to 
(‘(Kiniinate  tlie  ('valiuitions  of  luiy  otiu'r 
dcx'tois  (sfxxialLsIs)  involvcxi  in  hLs 
c*an\  Do  not.  lu'silatc'  to  ask  (iiu'stions 
imd  mak('  tlu'  (kxiois  awiuv  of  your 
c*onc*('nLs.  EP 
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Toy  Company 

Sp.ci.l  A', 
The  Dragonfly  Toy 
Company  is  for  children  who 
have  special  play  needs. 
Service  and  individual  atten- 
tion make  a big  difference 
when  looking  for  the  right 
toys.  Find  out  why  people 
across  North  America  recom- 
mend Dragonfly. 

Special  Services 

Color  Catalog 

Lot's  and  lot's  of.... 


Toys 


.and  much  more. 

||  Every  day,  we  talk  with 
parents  and  professionals 
across  North  America.  They 
come  to  us  for  good  service, 
helpful  suggestions  and  great 
toys  for  children  with  special 
play  needs. 

Call  us  (or  email  us!)  and  see 
for  yourself.  There  is  no 
g company  like  Dragonfly  Toys. 

800-308-2208 


'14 


4 


I 


dragon@magic.mb.ca 
Our  WWW  site  is  at 
http://www.magic.mb.ca/~dragon 

The 

Dragonfly 

^oy  Company  Inc. 

"We  fulfill  special  needs." 

Circle  *271 
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You  can  order 


v'ADHHBHI  Communication  Siam 
IN  Childben  WITH  Down 

AGuUeforParenU 
■ dSSS®5.1  L'BbvKiimin 
BL  iSSt'S&rsaS  JM  Parents  learn  now 
BftpfP— communication  skills 

progress  from  infancy  through 
the  early  t(‘(mage  year^ 
WB031DS  $14.95 


any  of  the  books  listed 
here  with  the  coupon 
below  or  by  calling 
(800)  535-1910 


ATTENTION  DEFICIT 


Attention  Deficit 
HYPERACnVITY 
Disorder:  What  Every 
Parent  Wants  to  Know 

D.  WODHICH 

Prepares  partmUs  for  at  hoim* 
and  at  school,  empowers  aiul 
reaffirms  parents  of  their 
rote. 

PB070A0  $19.95 


Sometimes  I Get  Aa 

SCRIBBLY 

living  with  Attention- 
Deficit/Hyperactivity 
Disorder 
M.B.  Nkhvili.b 
Clinical,  educational  and 
emotional  infonnatum  from 
the  pi  lint  of  view  of  a parent. 
PE119AD  $14.00 


DOWN  S\ HD  ROME 


GENERAL 


The  Early  Intervention 
Dictionary 

A MulU-discipUnary  Guide 
to  Terminology 

Jfianing  Colem.an,  M.En. 

Defines  and  clarifies  terms 
used  by  the  many  different 
medical,  therapeutic,  and 
educational  professionals  who 
provide  early  intervention 
services. 

WB030E1  $16.95 


Activities  for 
Developing  Pre-skill 
Concepts  in  Children 
WITH  Autism 
Tost  Fix)wers 

Each  activity  is  designed  to 
tell  educators  what  they  are 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
need  to  teai'h  the  activity. 

The  activities  are  ailaptable 
for  children  of  all  levels. 
PE035OD  $29.00 


The  Illustrated 
Directory  Of 
DiSABiLm  Products 

Editf:!)  by  M.  Mack 
Shows  hundreds  of  products 
along  with  names.  ad(ln*sses 
and  phoiu'  numhers  prmiding 
customers  with  th<‘  information 


to  mak(‘  the  host  decision. 

TP0260D  $12.95 


Medical  & Surgical  Care 
for  Children  with  Down 
Syndrome 

A Guide  for  Parents 
L.  Kumin,  Ph.D.,CCC-SLP 
Provides  parents  with  a wi^alth 
of  information  about  sjaMM'h  and 
language  develojiment  in 
I'hildren  with  Down  syndrome. 
WB1230S  $14.95 


Sports  and  Recreation 
FOR  the  Disabled 
Second  Bkiition 
MJ.  PaCIORKK  & JA  JoNKS 
A lK)ok  d(‘sign(‘(l  to  mak(‘  dri^ams 
coim*  tni(‘!  Mon*  than  50  activi- 
ties an*  fully  describ(‘d,  from  all* 
terrain  vi'liich's  to  wildiTiu'ss 
(^X|K‘riences,  individual  and 
team  s|K)rts. 

C01160D  $32.00 


Planning  FOB  ^ 

THE  Future 

Providing  a Meaningful 
Life  for  a Child  with  a 
Disability  qfter  Your  Death 

M.L.  RussEa,  et  al 
How  to  prepare  a Life  Plan, 
a U'tter  of  Intent,  a Special 
Needs  Trust;  It  explains  how- 
to maximize  your  child’s 
government  benefits,  avoid 
probate,  reduce  estate  taxes 
and  much  mon‘. 

AP0240D  $24.95 


Computer 

Resources  for 
People  with 

< ftMi  I.  bflwUf  Ml?  t 


Computer  Resources 
FOR  People  with 
DlSABlUTES:/lCu«fe 
to  Exploring  Today^s 
Assistive  Technology 
The  Alliance  for 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-to-date  answers, 
HP0870D  $14.95 


The  Language  of  Toys 
Teaching  Communication 
Sk  to  SpedclrNeeds 
Children 

S.  SCHW.AKT/  & J,  M1LI.KR 
Teaches  parents  how  to 
imj^rove  their  child’s  commu- 
nication skills  at  home  with 
fun,  easy-to-follow  exercises. 
WB0200D  $14.95 


! 


Raising  A Child  Who 
Has  a Physical 
Disability 

A Medical  Primer 
D.G.  Albrecht 

This  book  wilt  inaki*  your  job 
easier.  Compassioiiat(‘.  help- 
ful. and  based  on  real-life 
experience,  it  will  lielp  you 
handle  e\er>-  facet  of  raising 
and  loving  \our  sjiecial  child. 
JW1210D  $12.95 


Effective  Intervention 
For  Self-Feeding 
Success 

C A Nelson,  Fh.D.,  OTR 
An  (‘ffective  and  easy  to  follow 
video  program  for  pariuils 
which  provides  the  tools 
needl'd  to  be  siicees.sfiil  in 
moving  your  eliild  toward 
iiuh'peiident  self-fiN'ding. 

ED0780D-VIDE0  $39.95 


Teaching  Reading  To 
Children  with  Down 
Syndrome 

A Guide  for  Parents  and 

Teachers 

P.L  0F3ME1.N 

Tb(‘  only  Ixjok  on  tins  sulyi  <1  it 
desi  rilK's  a nationally  known 
reading  program  that  ensun's 
.success  by  j)re.senling  k*s.sons  wlii(‘li 
are  imaginative  and  functional. 
WB1200S  $16.95 


Adaptive  Play  For 
Special  Needs 
Children:  strategies  to 
Enhance  Communications 
and  Learning 
Carounk  Ramskv  Miisskwhitk 
A book  for  imr(0il.sand 
profcsslonuls  siimimirl'/.lri)! 
romit  ii(|viinc(‘s  in  iisiii)>  play 
as  a [(‘arnionS  tool. 

PE04200  $27.00 


Potty  Learning  For 
Children  Who 
Experience  Delays 

S.R.Hak,M.S.,R.N.,C.R.R.N. 
This  vid(*o  pre.sents  a unique 
developmental  approaeli  to 
supporting  th(*ehild  in  learn- 
ing independence  in  tlu'  man- 
ag(*ment  of  "liathroonf  skills 
ED0770D-VIDE0  $39.95 


UNCOMMON  FATHERS 


Rc^tloa.  oo  Rmui^ 
a CluM  »idi  a ()iub<l.t7 


UmJ  >)  P*|>4  « ^ W«y«' 


Little  Children, 

Big  Needs:  Parents 
Discuss  liaising  Children 
wUh  Exceptional  Needs 
D.  Weinhoisk,  Ph.D.  and  M. 
Weinhoi^se,  M.A. 

What  are  the  concerns  of 
parents  who  raise  disabled 
children?  Contains  candid 
interviews  with  50  families 
of  children  with  a wide  range 
of  disabilities. 

UP088C9  $12.95 

The  Life  Planning 
Workbook 

L.M.  Ri'Ssell  kt  al 
From  the  authors  of  the  highly 
acclaimed  “Planning  For'fhe 
Future”.  A handson  guide  to 
help  parents  provide  for  the 
future  security  and  happiness 
of  their  child  with  a disability 
after  their  death. 

AP1270D  $24.95 


Uncommon  Fathers 

Reflections  on  Raising  a 
Child  with  a Disability 
Edited  bv  D.J.  Me\t:r 
A compelling  collection  of 
essays  by  fathers  who  were 
asked  to  reflect  and  write 
about  the  life-altering 
experiences  of  having  a child 
with  a disability. 

WB1240D  $14.95 


How  To  Guide  Your 
Child  Through  Special 
Education 

The  Hi  R'a  For  Parents,  Rights, 
Resources,  and  Results 
G.H.  Trevor,  M.S.ED 
Sensiti\ity  presented,  this 
video  covers  the  stages  of  the 
Special  Education  Sv.st(MU.  the 
law.  future  planning  while 
encouraging  pannu  invovenient. 
EV131EO-V1DEO  $24.95 


When  Your  Child  Goes 
TO  School  After  an 
Injury 
MARnA-N  Lash 
Issues  parents  need  le 
confront  about  their  child's 
future  schooling,  health  ( an‘ 
and  .social  needs. 

EP006ML  $7.50 

( Includes  shipping  charges) 


SIBLING 


rrisNPT 

FAm! 


SIHUMISOP 

muj)Ri*:\wn’n 


'\Sibsh^s5 

!^W)rkshops 
Siblings  of  Children 
with_Spccial  Needs 


i 


It  Isptt  Fair! 

Siblings  qf  Children 
with  Disabilities 
Edited  byS.D.  Ki.ein 
& M.J.  SCHLEIEER 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


SiBSHOPS 

Workshops forSihlhigs  of 
Children  uith  Special  Needs 
D.J.  Mever  P.F.  Vad.asv 
How  to  provide  peer  support 
and  educational  opportuni- 
ties for  sisters  and  brothers  of 
children  with  spi'cial  iummIs. 
PB0860D  $32.00 


CHILDREN'S  BOOKS 


Howie  Helps  Himself 

J.  Fassler,  Picn’Rt:s  bv  J.  Lasker 
Designed  to  help  the  ehiid  with  a 
disability  and  the  sibling  identify 
with  some  of  the  joys.  .stre.s.ses 
and  .strains  of  a di.sabilitv. 

AW112PD  $13.95 


A Cane  in  Her  Hand 

A.B.  LnninEiJ). 
liii’smTO)  BY  E.  Miu. 

A great  book  to  help 
children  without  disatulUies 
understand  those  Willi 
disabilities. 

AWlllBL  $13.95 


Pricess  Pooh 
K.M.  Ml  ukkls, 
Iai'siR/\i>:D  B\  L.  Shi'd: 
A.sililin^tst^rn'tlvdubs 
her  sLst(‘r  1 Tin«‘ss  P(¥  »li.' 
lx*cau.s<‘slu‘sit.snn  her 
throne  with  whe<‘ls'  and 
givi^s  orders.  ,\n  hom*sl 
l(X»k  al  Some  uni\ersal 
feeding. 

AWllOOD  $13.95 


Pm  Deaf  and  I’Ps  Okay 

L.  Aseltine,  E.  Mi  eu.er  & 
N.TArr,Pi(TTREsm  H. 
CoavNtwwn' 

How  this  little  lxi\  cojM^s 

with  the  frustrations  o( 
d(‘afnessat  pla\  and  al 
home. 

AW1140F  $11.95 


Baby  Book 

for  the  Developmentally 
Challenged  Child 
R.  Mathews 

A unique  approach  to  the 
traditional  “Baby  Bixik’ 
d(*signed  for  child nm  with 
(level()pnu*ntal  disiihilitn*s. 
Stx*cial  sex 'lions  for  iiuxlicid 
hi.storii's  and  Mom  anil  Dad's 
fending.''. 

HD12200  $25.00 


INJURY 


When  Your  Child  is 
Seriously  Injured 

The  Emotional  Impact 
on  Fcmdlies 
Marilyn  Lash 

Topie-s  iiu'bule  pre-paring  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

{Includes  shipping  charges) 

When  Young  Children 
ARE  Injured:  FamiUes 

as  Careghvrs  in  Hospitals 
and  at  Home 
J.  Haltiwanoer  & M.  Lvsii 
A book  about  the  family's  role 
in  (‘an‘gi\  ing  when  a young 
child  is  injurenl. 

EP085ML  $7.50 

( InrludcH  shii^ung^  chnnps) 


Mail  to:  Exceptional  Parent,  Dept.  EP9510,  P.O.  Box  8045,  Brick,  N.J.  08728 

Or  call  (800)  535-1910 
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WHAT'S  HAPPENING 


Toy  Resources 


• The  Guide  to  Toys  for 
Children  Who  Are  Blind  Or 
Visually  Impaired  is  a joint 
initiative  of  the  Toy  Manu- 
facturers of  America  and  the 
American  Foundation  for  the 
Blind.  The  Guide  provides 
pictures,  descriptions  and  age 
ranges  for  75  commercially-available  toys  that  are 
especially  appropriate  for  children  with  visual  impair- 
ments. The  1995-96  edition  featiu*es  a greater  selection  of 
toys  in  a wider  price  range,  including  niany  lower-priced 
products;  it  also  features  a new  category,  ‘*Books  and  Fun 
Skills.”  To  receive  single  or  multiple  free  copies  of  the 
Guide,  send  a postcard  to  Toy  Mimufacturers  of  America, 
200  Fifth  Avenue,  Suite  740,  New  York,  NY  10010.  The 
postcard  should  say  that  you  want  the  Guide  and  should 
specify  the  number  of  copies  requested. 


• Tire  USA  Toy  Library  Association  (USA-TLA), 
a national  network  of  toy  lending  libraries,  serves  children 
with  and  without  disabilities.  Depending  on  the  particuhu' 
program,  families  may  borrow  both  conrmercially-avail- 
able  and  specially-adapted  toys.  Both  optioas  may  be 
helpful  to  families  of  children  with  disabilities;  before 
purchasing,  parents  can  determine  whether  their  child 
ertjoys  and  can  use  a paiticular  toy. 

USA-TLA  helps  people  establish  and  promote  toy 
libraries  in  local  communities;  distributes  information  on 
toy  repair  and  discounts;  provides  research  material  on 
play,  toys  and  early  learning;  and  offers  books,  videos  and 
a quarterly  newsletter. 

Some  toy  libi*aries  charge  a nominal  membership  fee. 
For  more  information,  or  to  locate  the  toy  Library  nearest 
to  your  home,  write  to  USA-TLA,  2530  Crawford  Ave., 
Suite  111,  Evanston,  IL 60201. 


• Lekotek  Centers,  located  nation- 
wide, provide  direc:t  services,  support 
and  information  to  children  with  dis- 
abilities anc  heir  families.  Primary 


Features 

Electronic  Spxjed  Controls  • Multiple  Switch  Options  • Proportional 
Joystick  Control  • Radio  Remote  Control  • Lx)ckout  Hubs  (like  stroller) 

Additional  Models  Available 


1-800-950-5185 


INNOVATIVE  PRODUCTS,  INC.  • Grand  Forks,  ND  58201 
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» exhibits  the  enthusiasm  of 
leiiNele  who  has  Just  run  a race  when 
ileeWe  to  master  one  of  Lekotek's 
ttoys.” 
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seivicos  include  play  sessions,  focused  on  factilitating  fam- 
ily inU'rajC-tion  througli  play;  toy  lending  libranes,  filled 
with  toys  adapted  to  meet  the  special  needs  of  children 
with  disabilities;  and  tlie  Compuplay  program  (available 
only  at  some  Ix'kotek  centers),  which  offers  individual- 
ized computer  training  and  playtimes  with  adaptive 
technology  as  needed.  Many  Lekotek  programs  are 
offered  on  a sliding-fee  scale,  with  scholarships  often 
available.  For  lekotek  centers  that  do  not  offer  sliding 
fees,  yearly  memberships  cost  $50-180.  Compuplay  ses- 
sions are  available  at  additional  cost.  For  more  informa- 
tion on  Lekotek,  call  (800)  366-7529,  voice. 

• The  Lekotek  Toy  Resource  Helpline  is  a free  ser- 
vice offering  individualized  assistance  in  selecting 
appropriate  toys  and  play  materials  for  children  with 
disabilities.  This  service  may  be  especially  helpful  for 
friends  and  relatives  hoping  to  select  appropriate  holi- 
day gifts  for  children  with  disabilities.  From  9 a,m.  to 
4 p.m.  (central  time),  individuals  can  reach  the  helpline 
by  calling  (800)  366-7529,  voice. 


House  Establishes 
Disabilities  Task  Force 

House  Speaker  Newt  Gingrich  (R-GA)  has  announced  the 
formation  of  a House  of  Representatives  Task  Force  on 
Disabilities.  Gingrich  appointed  six  House  members  to 
the  task  force:  Bill  Goodling  (R-PA),  Steve  Gimderson 
(R-WI),  Sue  Myrick  (R-NC),  Jim  McCrery  (R-IA),  John 
Porter  (R-IL)  and  Mike  Castle  (R-DE).  Also  aj)pointed 
was  Andy  Fleming,  president  and  CEO  of  Pardl>*mpics 
and  a constituent  in  Gingrich’s  home  districl. 

The  task  force  will  coordinate  legislative  activities 
affecting  individuals  with  disabilities  to  ensure  that  funds 
are  direcU'd  a^)propriately  and  used  in  the  most  cost- 
effective  manner.  The  task  force  is  developing  an  out- 
reach and  communic-ation  strategy  to  gather  feedbac*k 
from  constituents  and  to  build  succ*essful  community 
partnerships. 

Gingrich  stated,  “Witli  tlie  help  of  this  task  force,  1 
believe  we  c an  channel  more  assistance  to  those  who 
truly  need  the  aid,  and  less  to  government  bureaucrats 
and  those  who  iire  not  tnily  disabled.  T\\e  membem  will 
foc'us  on  removing  disincentives  to  working,  using  innov- 
ative' tedmologies  to  provide'  greater  independence  for 
l>ers()ns  with  dls^ibilities  and  incivasing  opportunities  for 
the  disabled  to  live  anel  work  in  the  c'ommunity.” 

Gingrich  is  also  launching  a Task  Force  on  Sewere 
Disabilities  in  his  home  dlstiict,  Gc'orgias  Sixth.  Eiglit  of 
the'  15  me'mbers  of  that  group  are  inelividuals  with  disabil- 
ities or  piuents  e>f  e-hildrc'n  with  eiisiibilities.  Gingrich 
aelds,  “Fineling  ways  te>  lu'lp  pc'ople  with  disal)ilities  te> 
Ix'C’ome  prexluctive',  we>rking  membc'rs  of  the  community 
Is  not  only  gexxl  (*ce)ne)mk*s,  but  is  morally  right.’ 


Marketplace 


Information  Services  Inc. 

28  Green  Street 
Newbury,  MA  01951 
(800)659-3399 
WriteAway  is  integrated,  DOS- 
based  word-prexessing  and  com- 
munications software  for  children 
and  adults  with  special  needs.  It 
combirres  speech  output  and  key- 
board scanning  with  enhanced 
word  processing  for  easier  commu- 
nication. $199  per  copy 


Paynter  Educational  Partners 

RO.  Box  42829-1001 
Houston,  TX  77242-2829 
(713)  568-7954 

Call  for  FREE  Guide  for  parents  & 
FREE  20  minute  consultation  for 
education/social  skill  problems  or 
write  for  FREE  copy  of  Guide. 


Murphy  Diaper  System 

24  Sullivan  Avenue 
Newton,  MA02164 
1 -800-762-9890 
We  make  top  quality  cotton 
diapers.  We  m^e  them  any  size  to 
meet  your  needs.  Soft,  absorbent 
and  comfortable. 

Free  brochure. 


Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
more  information. 

Missouri 

U.S.  Medical  Corporation 

14575  Manchester  Road 
Mancfiester,  MO  6301 1 
(800)  40-USMED/ 

(800)  408-7633 


Consumer  Care 
Products,  Inc. 

PO.  Box  684 

Sheboygan.  Wl  53082-0684 
(414)  459-8353 


YOUTH 
BRIEF  11 
FITS  30 
TO  70  LBS. 

96  FOR 
$ 39.98 

CALL  24HRS. 

1-800-777-1  111 

WOODBURY  PRODUCTS 
INC. 

44IOWSTW8t.VP.«SLAWOFAIIKMYIISS« 


Access  Medical  Supply 

2006  Crovm  Raza  Drive 
Columbus,  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95.^cs  (96). 
Free  (delivery.  Also — Depend. 
Serenity,  other  items.  Manulacturer's 
coupons  accepted.  Free  Catalog! 


Duraline  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leips’iC,  OH  45856 
800-654-3376 

Call  DMP  for  all  ycjr  incontinent 
needs  such  as  briefs,  p^ts,  pads 
and  liners,  as  well  as  skin  care 
products.  Call  for  FREE  catalog! 

In  Canada  call  800-667-6996 

H.D.l.S. 

1215  Dielman  Industrial  Court 
Olivette,  MO  631 32 
(800)538-1036 

See  our  ad  jn  this  issue.  

U.S.  Medical  Corporation 

14575  Manchester  Road 
Manchester.  MO  6301 1 
(800)  40-USMED/ 

(800)  408-7633 
Call  U.S.  Med  for  free  sample 
Depend  briefs.  Undergarments, 
Pants  and  Dapers. 

Low  prices  and  free  delivery. 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Systems  notify  care- 
givers when  their  wanderer  leaves 
home.  Locate  them  up  to  ONE 
MILE  away.  FREE  catalog! 


SafeSpace  Concepts,  inc. 

Houston,  TX  77055 
(800)  622-4289/  Fax  (713)  956-6416 
Soft,  sturdy  play  equipment 
designed  to  stimulate  gross  motor 
and  cognitive  dev.  In  0 to  5's 
adapts  to  needs.  Modular;  easy 
to  store  and  move. 


Rig's  Aluminum  Products 

10625  Maple  Lane 
Rogers,  MN  55374 
(612)  498-7304 
Ramps.  Factory  Direct.  IJght 
Weight  Aluminum,  Portable,  4-W^y 
Folding.  2-way  Folding,  Telescoping 
Tracks,  Thresh  Hold.  Van  Ramps, 
Scooter  Ramps,  Custom  Built 
/Approach  Ramps.  Call  for  your 
FREE  catalog. 
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Robertson's  North  Heights 
Pharmacy 

1201  E.  35th  Street 
Texarkana,  AR  75502 
(501)  774-3666 

OCTOBER  in<)ri  / EXCEPTIONAL  PARENT  ♦ 65 


Tim  DragoHfly  Toy  Coniumy  Inc. 

291  Yale  Avenue 


Winnipeg.  MB.  Canada  OL4  R3M 
(800)  308-2208 

A Toy  cxxnpany  like  no  other,  the 
personal  seaices  at  Dragonfly 
make  shopping  for  kids  w/  special 
needs  a pleasure.  Play  therapist  on 
staff,  toll-free  ordering  and  delivery 
to  your  door.  Highly  recommended 
to  both  parent  and  professional  + 
Books  and  devices. 

TFH(USA)LTD. 

4537  Gibsonia  Road 
Gibsonia.  PA  1 5044 
(412)  444-6400 
FREE  CATALOG!  Fun  and 
achievement  products  for  children 
with  special  needs.  Call  or  -.vrite 
for  more  information. 


Switch  Klfit,  Inc. 

8507  Rupp  FanriDr. 

West  Chester.  OH  45069 
(513)  860-5475/Fax  (513)  860-2705 
Familiar  toys  th^  krx)w  & love! 
Adapted  for  switch  operation. 
Talking  Big  Bird.  Elmo(tm).  Disney 
mirrors,  coin  banks,  cars,  radio 
controlled  toys  & more.  All  easily 
set  into  motion  with  lights  sound 
& action. 

Call  for  FREE  catalog. 


Van  Conversion  Dealers 


Connecticut 

Drive-Master,  inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 


tops/doofs,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech..  Oow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Rease  call  for  more  information. 
NMEDA  member. 

Illinois 

C & C ForiHMercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts 
& tie-downs  installed  by 
certified  technicians.  NMEDA 
member. 


Indiana 

C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis.  KV'  42459 
(800)  332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMEDA  member. 


Kentucky 

C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis.  KY  42459 
(800)332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMDEA  member. 

TrI-State  Mobility  Inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 

New  Jersey 

Areola  Mobility 

51  Karo  Road 
Carlstadt.  NJ  07072 
(201)507-8500/ 

(800)  /\RCOLA-1 
New-Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  side  entry. 
We  carry  products  from  tfie  f 
ollowing  manufactLirers:  Braun. 
KneeK^.  Vantage.  Ricon.  and 
Pick-A-Uft.  If  we  don't  have  it.  we'll 
find  it!  Financing  is  available. 
NMEDA  Member.  Please  call  for 
more  info 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)808-9709 

Full  service  mobility  center,  raised 
topa^doors.  drop  floors,  custom 
driving  equipment;  distribLitors  for 
Mobile  Tech-,  Crow  River  lifts. 
Ricon,  IMS.  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
to  the  disabkxf  canmunlh'. 
Please  call  foi  more  infom nation. 
NMEDA  member. 
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New  York 

Areola  Mobility 

51  Kano  Road 
Carlstadt.  NJ  07072 
(201)  507-8500/ 

(800)  ARCOLA-1 
New-Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  side  entry. 
We  carry  products  from  the 
following  manufacturers:  Braun, 
KneeKar,  Vantage,  Ricon.  and 
Pick-A-Uft.  If  we  don't  have  it.  well 
find  it!  Financing  is  available. 
NMEDA  Member.  Please  call  for 
more  info. 

Drive-Master,  inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops^doors.  drop  floors,  custom 
driving  equipment:  distributors  for 
Mobile  Tech.,  Crow  River  lifts. 
Ricon.  IMS.  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Rease  call  for  more  information. 
NMEDA  member. 


Ohio 


C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis,  KY  42459 
(800)332-6696 
New/used  van  conversions, 
raised  roof  & doors,  Braun  lifts 
& tie-downs  installed  by 
certified  technicians.  NMEDA 
member. 
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••SPECIAL  ANGEV 
Christmas  Card 
This  precious  little  Christmas  Angel, 
with  Down  Syndrome,  is  a "perfect" 
way  to  deliver  your  Holiday 
Message. 

inside  Greetinji: 

Tills  Sptc\a\  Angtl  &cnt  straight  f«*om 
abovr  . brings  blessings  & wishes  for  a 
ytfar  filled  with  love, 

-Merry  Chrietmas 

( 'ttnh  printed  in  atlor 

TO  ORDER  call  TOLL  FREE 

1-800-932-5472 

Visa  or  MasterCard 
20  Cards  per  box  $20.00 
Shipping  & Handling  $ 4.00 
iWl  Rcsidonis  ndo  li”.  s,ilcs  liix> 
or  send  chech  to 
Behling  & Johnson 
PO  Box  189 
St  Germain.  Wl  54558 


OAK  HUL  SCHOOL 

100  Yeats  of  Cowpassiou 
Exceptional  people  de,serve  excep- 
tional care.  Cl B/ Oak  Hill  Sch(X)l  enters 
its  second  century'  of  compa,ssionato 
care  and  ground-breaking  education 
for  children  and  adults  with  severe 
developmental  disabilities. 

♦ Residential  living 

♦ Day  and  vocational  programs 

• Loving,  supportive  environment 

• Dedicated,  highly-qualified  .staff 

CIB/Oak  HiU 

120  Holcomb  St. 

Hartford,  CT  06112 
(203)  242-22*74 


Private.  501(c)(3) 
Nenprofit  Community 


“THEIR  C0MMWOTT...Wm  OUR  HELP’ 
Residential,  day,  and  evening  programs 
and  services  for  adults  with 
developmental  disabilities. 

♦ Paid  Vocational  Tiaining 

• VisiuU  and  Perfonning  Aits 

♦ Daily  Lmng/Life  Skills 

♦ Therapeutic  Recreation 

♦ Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Annandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  G A 30174 
(770)  945-8381 


ERIC 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Coinmunity-bjised, 
positive  learning  environnient  for 
difficult -to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  ciiallonging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Siuvi^'cs,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles  west  of  Boston. 

C'onUicI;  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(()17)  893-()()00 


incontinence  * Urological  ‘ Ostomy  ’ 
■ • Skin  Gare  * Wound  Care 


FREE  50  page  catalog  featuring 
the  latest  information  and  products. 

• Competitive  prices 
• Helpful  Customer  Service 

Call  800-228-3643 

Today  for  a free  catalog! 

(Mon. -Fri.  8 AH  to  5 PM  Pacific  Time) 

: Km  RESEARCH 
K3MEDICAL 

lO'i  of  pretax  profits  go  to  medical  research 


Forward  Motions 

214  Valley  Street. 

Dayton.  OH  45404 
(513)  222-5001 
Full-size/Mini-Van 
modifications,  new/used  lifts,  drop 
floor,  raised  roof,  lockdowns, 
driving  equip.  NMEDA  member. 
Owned  by  person  with  disability. 

Tri-State  Mobility  inc. 

940  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 

Pennsylvania 

Drive-Master,  inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop  floors, 
custom  driving  equipment;  dis- 
tributors for  Mobile  Tech,.  Crow 
River  lifts.  Ricon,  IMS.  EZ  Lock, 
and  EMC  touch  pad  systems. 

41  yrs,  of  service  to  the  disabled 
community.  Please  cal!  for  more 
information.  NMEDA  member. 

Tri-State  Mobility  inc. 

940  Cleveland  Ave.  S. 

Canton,  0«  lio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 

Tennessee 

C & C Ford-Mercury 

5th  & Monroe  Streets 
Sturgis.  KY  42459 
(800)332-6696 
Nevv/used  van  conversions, 
raised  roof  & doors.  Braun  lifts  & 
tie-downs  installed  by  certified 
technicians.  NMEDA  member. 


West  Virginia 

Tri-State  Mobility  inc. 

9^0  Cleveland  Ave.  S. 

Canton,  Ohio  44707 
1-800-343-3150 
New/Used  handicapped  vans 
Immediate  delivery  available. 
Trade-ins  welcomed. 

NMEDA  member. 


BOOKS,  AUDIO/VIPEO  & 
EDUCATIONAL  MATERIAL 


Turtle  Books 

/Approved  by  the  American  Academy 
of  Pediatrics.  These  upbeat  stories  with 
warm,  colorful  illustrations  address  real 
issues  found  in  the  lives  of  real  children 
with  disabilities.  Provide  a bridge  of 
understanding  for  your  children  with 
disabilities,  siblings  & friends.  FREE 
Brochure. 

Jason  and  Nordic  Publishers, 

PC  Box  441. 

Hollidaysburg.  PA  16648. 

FAX  (814)  696-4250 


* Improves  coordination, 
postural  control  and 
muscle  tone, 

* Provides  independence. 

* Secured  in  center  with 
bell  or  seal. 

* Trade-in  policy, 

* S,M,L 

* Covered  by  mosl 
insurance  companies. 


THE  WATER  WALKER 


Prone  or  supine  support. 

* Contour  lines  lhal  allow 
use  of  arms  and  legs. 

* Straps  lo  secure  person 
on  float. 

Pillow  for  head  support. 

S,M,L 

AQUATIC  THERAPY  FLOAT 

Contact: 

AQUATIC  THERAPY 

1903  East  B Avenue 
Plainwell,  MI  49080 
(616)  349-9049 
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Free— The  1995  Woodbine 
House/Speciai-Needs  Collection, 

a catalog  of  excellent  books  for 
parents,  children,  and  professionals 
on  autism.  CR  Down  syndrome. 
Tourette  syndrome,  mental  retarda- 
tion, visual  impairment,  physical 
disabilities,  special  education,  and 
iTiore.  Woodbine  House. 

6510  Bells  Mill  Road,  Bethesda,  MD 
20817,(800)843-7323 

Free — The  NEW  Special 
Needs  Project  Book  Catalog 

The  best  books  from  all  publishers 
about  disabilities.  Comprehensive 
resources  for  parents,  children  8 
professionals.  Spiecial  Needs 
Project.  3463  State  Street,  Santa 
Barbara,  CA93105.  (800)  3Ci'V 
6867.  , _ 

003 


Respecting  Dreams...  Building  Futures 

Autism  Society  of  Ohio  Annual  Conference 
November  3 & 4, 1995 

The  Autism  Society  of  Ohio,  in  collaboration  with  the  Autism 

Society  of  Indiana  is  pleased  to  announce  the  1995  Annual 
amference  held  Friday  and  Saturday,  November  3 and  4,  1995. 
This  year  the  conference  will  be  held  in  Columbus,  Ohio  at  the 
Columbus  Marriot  North, 

Invited  speakers  for  this  conference  include:  Dr,  Ralph 
Manrer-UnivtrsiW  of  Florida,  Dr,  Diane  Twachtman,  Carol  Cray, 

Richard  Simpson-editor  of  Focus  on  Autistic  Behavior.  Nancy 

Dalrymple-l'niversity  of  Kentucky,  Dr,  Melvin  Kaplan-Optical 
Therapy,  Dan  Crimmons,  Denise  Sawan  Caruso— SLP/CCC,  I.iTiette 
Scotese-Wojtila-OTR/l..  Sean  Barron,  Dr,  M;l\  Wi/.nitzer-Rainbow 
Babies  and  Children's  Hospital,  and  many  more. 

The  format  for  the  conference  will  be  a keimote  followed  by 
breakout  sessions.  Individual  sessions,  as  well  as  panel 
discussions,  will  be  presented, 

I>rofessional  Credits  Pendins:  Ohio  Department  of  liducation 
Approved  Provider,  CEU  Credit,  Ohio  Department  of  MR/DD  Credit, 
Social  Work  Credit,  Nursins,  CNF.. 

For  registration  fomis  or  more  information,  call; 

(216)  655-2568,  (216)  467-949L  or  (216)  650.1311 
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Children’s  Page 


The 

Karate  Kid 


On  the  day  of  his  first  big  karate  tournament, 
Bany  pauses  to  flash  a smile  for  the  cam- 
era. With  him  are  two  of  his  biggest  fans — 
David  Uoyd,  his  instructor,  and  Clara  Mills, 
his  grarKJmother. 


M 


Barry,  who  is  very  proud  of  a 
new  eaning  that  makes  him 
"look  like  a real  rock-and-roll 
star,”  is  a big  fan  of  Elvis 
Presley.  "I’m  learning  how  to 
play  the  guitar  like  the  King!” 
he  says. 


by  Barry  Atkinson 


y name  is  Barry.  When  I grow  up, 
I will  be  a black  belt  in  karate.  I 
have  taken  karate  lessons  for 
almost  a year.  I wanted  to  take  karate 
lessons  because  I Uke  Kimg  Fu  movies 
and  because  1 wanted  to  know  how  to 
protect  myself. 

I am  an  orange  belt  now.  I Uike  karate  lessons 
two  times  a week.  Sometimes  I have  group  classes, 
and  sometimes,  I have  private  lessons.  My  teacher’s 
name  is  David  Lloyd. 

I have  si)ina  bifida,  wliich  means  I don’t  walk  so 
great.  When  I first  started  lessons,  I did  karate  in 
my  wheelchair.  But  Dave  said  he  wanted  me  to  try 
to  get  out  of  my  wheelchair.  So  I did.  Now  I do 
kaiate  standing  up  like  the  other  lads.  Dave  says  I 
can  do  anything  I want  to  do — even  if  I use  cnitc-hes 
and  have  a trach.  He  makes  me  work  hard,  some- 
times until  I tun  sweating!  I am  the  only  kid  at  my 
studio  who  uses  a walker.  Dave  doesn’t  care 
thougli;  he  even  makes  me  do  push-ups  Uke  the 
other  Idds. 

Last  spring,  I wtis  in  my  first  big  karate  tourna- 
ment. My  grandma  came  to  watch.  I was  the  only 
kid  with  a dLsability,  so  I was  kind  of  neivous.  But  I 
(ompeted  any- 


way, and  I even 
won  a tiophy! 
Dave  said  he 

was  proud  of  me.  And  I was 
proud  of  Dave  for  being  my 
teacher.  EP 


lia ny AfkinsoN,  Iljii 
with  hisjhsUrfimiity  in 
Ilnntinyfon 
C/jIiJbniifL  Hr  is 
aJiJUH/mdrr 
at  MqOdt 

^ tJtrnwntarij 
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Parents^  turn: 

Our  11-year-otd  foster  son,  Bairij,  is  a 
delightful  child,  who  haj)j)ens  to  have 
spina  bifida  unth  the  Amold-Oiian  mal- 
fmination  of  the  bminstcfn  and  ceivbd- 
luin,  hydivcephalus,  a gastrvstarriy-buUon 
and  a tmcheostcmiy.  Bany  spent  his Jbst 
sevoi  years  at  a state  facility far  iruMvidnals 
with  devetopmental  disabilities,  where  he 
uas  often  ill  Many  people  saw  him  as  a 
sickly  child  who  was  too  medically  fiagile 
to  leave  the  hospital  setiing,  let  alone 
attempt  any  kind  of  spatt. 

But  almost  fivm  the  day  Bany  moved 
in  with  our  family,  he  begged  us  to  sign 
h im  up  far  karate  lessons.  We  decided  to 
gi:ve  it  a tiy,  but  were  initially  unable  to 
find  a studio  that  would  catisidet' accept- 
ing Bany.  Though  discouraged,  ne  kept 
looking  bexause  Bany  was  so  insistent 
Finally,  we  found  David  Uoyd,  a teacher 
at  United  Studios  of  Self-Defense,  who 
vas  able  to  look  beyond  Bany's  disabilities. 
Bany  was  welcomed  with  open  aims 
fivm  the  fust  day  of  class. 

Dam  has  nevei'  alloived  Bany's  disabil- 
ities to  inteifem  with  his  tmining  in 
kamtc.  7b  help  Bany  keep  up  with  his 
Dave  provides  him  with  extiv 
suppoii  ami  tmining  in  weekly  private 
lessons.  Ihim  jmshes  Bany  to  do  all  he  is 
caixible  of,  but  alsofimis  cnathx*  imys  to 
adapt  for  Bany's  physical  limitations. 

As  Bany*s  strength  and  endumme 
have  inavased,  he's  moved  fivm  his 
wheelchair  to  a mverrse  uatker  and, 
finally,  tofoivarm  cnitdws.  He  hasn't 
missed  one  kanite  class  yet  due  to  illness! 
If  has  also  tKxni  gimt  to  S(x>  Bany  deidop 
fnemtships  nrith  other  students;  he 
sf rends  the  first  fine  minutes  of  each  class 
givcting  all  hisfiicnds.  Finally,  and  most 
irnjxriiaiitly,  wr  haix*  seen  huge  leaps  in 
Barry's  self-esteem  and  amfidence.  We 
can't  mpiess  how  pleased  we  am  with 
Daix^  and  eixwyone  at  United,  Studios. 
Tlury  hare  rnarh  a tremendous  difteience 
in  Bany's  life! 

— M(uk  Andiews  ^ Ann  Bdtes 


The  Children’s  Page  welcomes  contributions  from  children  with  disabilities,  their  siblings  and  Iheir  friends.  Be 
creative!  Send  your  stories,  photos  and  artwork  to:  Children’s  Page,  Exceptional  Parent,  209  Harvard  Street. 
Suite  303,  Brookline,  MA  02146-5005. 
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General  Motors 


^ -Utf  ^ 
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An  active  honor  roll  student,  Tammie  Groth  doesn’t  believe  in  obstacles.  Neither  does  her  mother, 
Connie,  one  of  the  many  General  Motors  employees  whose  own  lives  are  affected  by  physical  disability. 
Ifs  their  valuable  insights  that  help  make  the  GM  Mobility  Program  work.  Transportation  means 
independence^  That’s  something  th^  p^ple  at  General  Motors  know  from  their  own  experience . 

Call  the  GM  Mobility  Assistance  Center.  We’ll  give  you:  • The  names  of  local  companies  that  provide  driver  assessment 
services,  adaptive  driving  devices  and  vehicle  modifications.  • An  informative  videotape,  “On  the  Move  Again.”  • Sugges- 
tions for  the  General  Motors  cars  and  trucks  that  might  work  best  for  you.  Then,  if  you  buy  or  lease  a new  GM  vehicle, 
we’ll  reimburse  you  up  to  $1000  toward  the  cost  of  adapting  it  or  reinstalling  your  own  adaptive  equipment.  Call 
1-800-323-9935  (TDD  users:  1-800-TDD-9935),  or  contact  your  Chevrolet,  Pontiac,  Oldsmobile,  Buick,  Cadillac  or  GMC 
Truck  dealer  to  find  out  more. 


S^st^  is  d^ 
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Perterf  fo?  home  or  school, 
Ckimptete  Seat  has  easy 
adjustments  for  infinite 
positioning.  Adjustable  head 
support,  tray/floor  base, 
shoulder  strap  harness,  tilt- 
in-space  and  lateral  support 
add  extra  security. 

Complete  Seat  adjusts  to 
accommodate  children  up  to 
40  pounds  and  conveniently 
fits  standard  strollers,  high 
chairs  and  wheelchairs.  It’s  so 
versatile  it  can  also  be  used 
as  a floor  sitter. 


Complete  Seat  makes  it  easier 
for  children  to  interact  with 
their  peers... while  providing  the 
seating  intervention  they  need.  ' 

NEW  Complete  Soat^^ 

From  Tumble  Fonm® 

Because  their  world 
is  in  your  hands 

Call  today  for  more  information: 
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Columbia  f /offers  you  solutions  to  the  daily  challenges  of 
bathing,  toileting  and  transporting  yom  child  - with  comfort,  safety  and  ease! 


You  and  your  child  face  some  tough 
challenges,  but  you're  the  one  who  must 
solve  them  in  the  most  practical  ways. 
Here's  how  we  can  help: 

■ At  toileting  time,  our 
Toilet  Supports  fit 
^ easily  onto  any  toilet; 
remove  easily,  too.  And 
our  Positioning 
Commodes  give 
the  same 
toileting 
support  in  any 
location. 


■ At  bathtime,  our  popular  Wrap- 
Around  Bath  Supports  and  Reclining 
Chairs  allow  your  child  - and  you  - to 
enjoy  the  bath. 


pounds!  Comfort,  style 
and  adjustability  have 
made  it  the  No.l 
choice  since  1986. 


Why  do  these 


#7200 
^rap^ Around 
Support 


#2000 
Car  Seat 


moo  Hi-Back 
Positioning  Commode 
for  junior  adutts 


TI8600 
Medium  RecUner 
forachitd40'*-54" 
tall,  up  to  130  tbs. 


■ When  your  child  has  outgrown  that 
infant  car  seat,  you  can  have  peace  of 
mind  knowing  that  the  Columbia  Car 
Seat  has  been  crash  tested  for  children 
from  20  to  102  Ibs.-yet  weighs  only  11 


products  work 
so  well? 

Much  thought  and 
care  go  into  the  design  of  each 
Columbia  product.  We  make  each  item 
in  the  right  size  for  your  child,  with  lots 
of  adjustability  for  a custom  fit.  They  are 
made  of  durable  materials,  proven  in 
real  life.  Made  in  the  USA  and  sold  all 
over  the  world,  Columbia  products  are 
leaders  in  all  their  categories. 

Get  all  the  details  from  our  FREE  full 
color  catalog.  "Sharing  the  Caring" 
means  products  that  xoork! 


ERIC 


CALL  1-800-454-6612  today  for  your  free  catalog 

Columbia  Medical  i 


Mfg.  Corp.,  Dept  D2^^P.O.  Box  633,  Pacific  Palisades,  CA  90272 
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Real  People,  Real  Technology,  Real  Solutions 


wiuiA  byBobGlass 30 

Disability  Technology  that  enables  childmi  andfamUies. 

Since  1971  Environmental  Control  by  Naomi  Angoff  Chedd 35 

you  can  opemte  a sivitck,  you  can  opeixite  alm)S(  anything.  ” 

! Exploring  Tteleconununications  by  Abby  Albrecht 37 

: Discovering  what  the  on-line  wodd  has  to  offer 

• Teleconununications  Leads  to  Independence  by  Vanessa  Coveau 37 

For  the  fust  time  in  ho'llfe,  Vanessa  feels  totally  Indepemlent. 

Guest  Editorial:  Imagine  the  Firri'RE  by  Alan  Brightman 41 
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Cover  Twelve-year-old  Justin  Edwards 
(right)  plays  football  for  Savannah  Mid- 
dle School  in  Kinston,  North  Carolina, 
where  he  is  a sixth  grader.  Justin  has 
cerebral  palsy  and  is  non-verbal.  Justin's 
mother,  Parmilla.  promised  her  son  that 
if  he  was  willing  to  train  the  teachers  in 
his  regular  classroom  to  use  his  new 
augmentative  communication  (AC)  de- 
vice. she  would  support  him  in  pursuing 
the  activity  of  his  choice.  Justin  chose 
football.  When  Parmilla  and  one  of  the 
coaches  spoke  on  the  phone,  they 
decided  Justin  could  be  a manager  and 
help  his  teammates  during  practice. 
Justin,  listening  from  the  other  room, 
objected  heartily.  Repeatedly  pushing  the 
same  button  on  his  AC  device.  Justin  told 
his  mother,  “Play,  play,  play!”  Parmilla 
knew  she  couldn’t  go  back  on  her 
promise  and  is  glad  she  didn’t:  “I  had  the 
same  fears  other  parents  have— and  I 
was  also  excited.”  Justin  now  plays  on 
both  defense  and  first  string  offense— as 
his  coach  says,  “he  has  no  fear."  Justin 
lives  in  Kinston.  North  Carolina  with  his 
brother  Samuel.  7.  his  parents,  Parmilla 
and  Spencer  Edwards,  and  his  aunt. 
Maryann  Savage.  He  is  pictured  here 
with  teammate  Brett  Houghton  (left).  1 1 . 
Photo:  Lindsey  Hall. 
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13th  Annual  Technology  Issue 

Ex(  EPTioNAL  Parf:nts  first  technology  issue  (1983)  described  how  “newfangled” 
personal  computers  w^ere  beginning  to  impact  tlie  lives  of  individuals  witli  disabilities. 
None  of  us  could  have  predicted  the  contents  of  this  yeai’s  technology  issue!  In  this 
issue,  several  young  people  describe  their  on-line  travels  in  the 
invisible  world  of  telecommunications;  they  describe  how  this 
technology  provides  gieater  independence  while  propaiing  them 
for  friendships  in  the  “real  world”  of  their  “off-line”  sc*hools  and 
communities.  Otlier  articles  describe  additional  exciting  uses  of 
technology  by  children  and  paients. 

Wfuit  will  the  future  bring?  We  invited  Alan  J,  Brightman  to 
address  this  question,  Alan  has  been  at  the  forefront  of  the  tech- 
nological revolution  for  people  witli  disabilities  since  the  mid- 
1980s,  when  he  founded  Apple  Computers  Worldwide  Disability 
Solutions  Group,  His  guest  editorial  takes  us  beyond. thoughts  of  ever-belter  “gad- 
gets” to  the  vision  of  a truly  “connected”  future. 

Self-advocacy 

“Self-advocacy”  describes  individuals  with  disabilities  taking  charge  of  their  lives 
and  educating  others  in  w ays  that  are  as  exciting  as  the  magic  of  technology.  This 
issue  s Role  Model,  James  Meadouis,  and  other  self-advocates  were  infonnative 
participants  at  a recent  naliond  meeting  I attended.  This  issues  Youth  Connections 
focuses  on  the  same  topic  and  features  the  voices  of  liigh  school  students  with 
disabilities  talking  about  the  need  to  take  control  of  tlieir  futures, 

IDEA  reauthorization 

Many  people  have  express('d  c'oncem  about  the  future  of  the  Indi\iduals  with 
Disabilities  Education  Act  (IDEA),  In  “‘Special  Education’  Deserves  Specud 
Emphasis,”  Rep.  Randy  “Duke”  C’linningham  (R-(’A)  may  put  some  of  these  w'onies 
to  rest  as  he  describes  clear,  ongoing,  bipjirtisan  support  for  the  IDEA. 


Health  care  concerns 

At  recent  annual  confer('n(‘(‘s  of  the  Americiui  Ac'ademy  of  Ck^rebnd  Palsy  <md 
Developmental  Medicine  and  the  National  Organization  for  Raie  Disorders  (NORD), 
I had  the  privilege  of  meeting  parents,  professionals  and  people  with  disabilities, 
mul  listening  to  their  wonderful  feedbac'k  about  our  magazine.  Many  also  exi^ressed 
concerns  about  the  future  of  hedth  caie  as  “miuiaged  cai'e”  increasingly  becomes 
the  favored  approach.  At  the  NORD  meeting,  David  Hirsch,  our  Ask  the  Doctor 
columnist,  described  his  effortvS  to  help  managed  caie  pro\iders  in  Arizona  imder- 
stand  the  necessity  of  appropriate  cmv  for  every  child,  including  tho.se  with  compli- 
cated needs.  Next  month,  we  will  begin  to  present  infonnation  about  managed  caie 
and  its  implications, 

p]X(  KiTioNAi.  Pakknt  had  the  privilege  of  collaborating  with  NORD  to  present  its 
hirgest  conference  ever,  Kim  Sc*hive,  David  Hirsch,  Joe  Valenzano  and  I pmticipated 
as  .speakers  and  were  able  to  meet  infonnally  with  numy  readem,  wiiile  memhei’s  of 
our  fine  staff  assi.sted  the  eveiH'nergetic  NORD  temu.  This  meeting  was  in.spiring  to 
all  participants  and  a shining  eximiple  of  the  difference  one  paient  cm\  make  (in 
this  case,  NORD  founder  Abbey  Meyeis), 


A “must  read” 

The  November  issiu'  of  IJFIC  pre.sents  a compelling 
cover  story  of  men  and  women  who  ser\  ed  in  the  (Uilf 
War,  and  who  are  now  involv(*d  in  a more*  complicated 
tour  of  duty — parenting  children  with  di.sahilities  and 
special  health  can*  needs,  Regardle.ss  of  our  political 
opinions,  tlu*se  parents  and  children  dese'rvv  our  atten- 
tion, love  and  support. 
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Outcomes:  Posture,  function,  and  moljMity  improved. 

Comments:  Bobby  shows  greater  endurance  and  activity  in  the 
GS  Cushion  and  Back. 

Follow-up:  Adjustments  will  be  easy  to  make  as  Bobby  continues  to  grow 
and  develop. 

Jay  GS:  Simple,  cost-effective  children’s  seating. 

■/a\v7'  ' CUstti^  S^ice;;' ^ 
_ (800)  e48“8262^ 


Respecting  Choices 

I just  finished  readinj^  the  Si'ptombt'r 
issue.  Tliank  you  so  much  for  tlie  mli- 
, cles  on  educational  choic’e.  I wiis  so 
happy  to  read  that  we  are  not  tlie  only 
piirents  who  do  not  always  agrc'e  with 
inclusion. 

For  several  years,  we  dealt  with  a 
(‘Oiuity  and  school  distiict  tliat  w’anted 
to  treat  our  daughter  just  like  any 
^ other  ‘^normally  developing”  child. 

Tliat  approach  may  be  gretit  for  some 
childien,  but  not  for  ours.  Our  hearts 
sank  when  tlie  school  district  offered 
oui*  daugiiter  only  an  hour  a w eek  of 
• individualized  therajiy — sessions  that 
consisted  mainly  of  playing  peek-a- 
boo.  Aivi  then  they  mainstrecuned  her 
into  He?.d  Start,  and  told  us  stie  would 
learn  to  fiuiction  like  any  otlier  cliild 
just  by  being  left  tilone  to  wander 
around  and  observe. 

We  are  \ ery  fortunate  that  vve  were 
recently  able  to  move  to  a lai-ger  city; 
and  enroll  our  daugiiter,  now  in  a 
developmental  preschool  where  she  is 
recehing  tlie  oniM)n-one  therapy  mid 
- indi\adualized  attention  she  deseives. 


She  is  lia|)py  and  tliri\1ng  in  tliis  en\i- 
roiuiient,  learning  more  tliiin  she  ever 
learned  by  being  left  alone  to 
‘*observ’e”  her  “regular”  classmates. 

Tliank  you.  Excp:rnoNAL  Paricnt,  for 
the  w'onderful  articles.  And  tlianks  to 
all  the  parents  who  stood  up  for  what 
Wcis  riglit  for  their  cliildren! 

K.H.,  Idaho 

HS.  Exi’KerioNAL  P.AirKNT  recently  pulv 
lislied  oui\S^^a/r//  letter,  mid  I wtmted 
to  let  you  know'  how  pleased  we  w'ere 
with  all  the  resjxinses.  Iliank  you  ro 
iiil  those  wonderful,  caring  families 
out  there! 

■ Kudos  on  your  September  issue  mid 
the  mlicles  on  educational  choice!  I 
supfx>rt  incliLsion  for  most  children, 
but  not  for  my  son.  Tliose  of  ils  who 
do  not  believe*  incliLsion  is  the  “least 
restrictive  emimnnient”  for  our  chil- 
dren arc*  often  made  to  fc*el  like  inade- 
equate  pments. 

I’m  glad  Exc'Ki^noNAL  Pai{Knt  depict- 
ed other  points  of  view"  besides  tlio 
prevailing  stmtiment  that  every  cliild 


should  be  educ  ated  in  tlie  regulm’ 
classroom.  Inclusion  is  not  for  every 
child.  It  never  has  lx*en,  mid  ne\’er  w'ill 
bo.  Decisions  about  cxiucational  place- 
ment should  be  left  to  piirents! 

Ae/.,  Ohh 

These  Ads  DO  Belong  Here! 

I strongly  disagree  witli  tlie  letter  from 
J.V.S.  of  Colorado  (September  1995, 
“Thc*se  Ads  Don’t  Belong  Heiv!”) 
regarding  Exckitk  )NAI.  Parent’s  inclu- 
sion of  advertisenients  from  private 
educational  mid  residential  facilities. 

My  son,  Stephen,  is  a beautiful, 
happy,  social  four-year-old  who  hap- 
pens to  have  cerebral  palsy — ^spastic 
qiiadriplegia  with  tremendous  exten- 
sor lone  (an  abnormal  pattern  of 
muscle  movement  in  w'hich  a child’s 
body  beconu\s  stiff  and  stirnghtens 
out).  When  Stephen  lies  on  his  back, 
his  body  bec’onies  a rigid,  40-inch 
“board.”  I already  have  difficulty  lift- 
ing, cairying  mid  moving  him  to  and 
from  his  wheelchair,  standing  frame, 
bed  mid  play  mat.  Try  to  imagine 
what  it  will  bo  like  to  do  those  things 

ronfhutrd  on  potfc  6 


Yuv. 

%•  To  reach  out  to  parents 
of  children  and  young  adults 
witi\  disabilities  and  special 
health  care  needs  and  to  the 
professionals  who  serve  families 

t To  empower  parents  and 
professionals  by  providing 
practical  information  and 
emotional  support. 
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PRODUCT  NEWS 


Lightweight  Portability  Solves 
Transport  Problem 


New  Bus/Van  Tie-Down  Models 

Ninv  nvailal^'lc,  the  CTui>cr  Transports,  a 
new  Inis/win  tie-down  Iniui^y 
C\Hu  aid,  succcsstully  crash  tosiod  at  ^0 
MPH.  10\i  Jcccl  in  a torward-tacinu 
configuration  with  up  ti^  170  Ih. 
dummy,  usiiv^  a Q-Straint  (with 
positive  K^k)  ric'down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 


C'onvaidV  EZ  Rider  makes  tran>port  eas\ 
and  tun  with  six  colors,  several  sizes  ,md 
extensive  a Jjustahiliiy.  circle  #210 


ConvaidV  hin^i^ies  are  the  answer  tor 
moms  and  kids  on  the  \io.  Lorn;  knt>wn 
tor  their  patented  toldine  desi^^n.  they 
told  with  all  posiiionini:  adaptations  in 
place.  Moms  can  easily  lilt  and  store  the 
bip^iiies  in  a car  trunk.  Groat  tor  indoor 
or  tuitdoor  ibe.  Circle  # 209 


Full  Range  of  Accessories 

A clioice  of  up  to  twentv  options  on 
C^onxaids  hutieies  includes  a transparent 
detachable  tray,  made  ot  unbreakable 
Lexan\  and  a detachable  canopv  tor 
shade  and  jToteerion  from  the  elements. 


Convaid  continues  to  add  to  its  broad 
range  of  positioning  buggies  to  fit  any  age, 
any  size  and  most  tight  budgets.  Choose 
from  the  Cruiser  line  with  its  many 
different  positioning  accessories,  the  EZ 
Rider  with  its  quick  folding  design,  or  any 
of  Convaid’s  compact  folding  buggies.  Plus 
wc  offer  the  Cruiser  Transport  line,  a 
bus/van  tic'down  succes.sfully  tested  with 
up  loa  17C  lb.  dummy. 

All  Convaid  buggies  feature  our  parental 
folding  design  which  climinatci  slump  and 
the  hazard  of  accidental  folding.  Imagine 
the  [vssibilities. 

Made  in  the  USA.  Fiiv  Year  \Timimv. 


Clrcl##208 


* 


Clrcl«#126 

n 


ol8 


LETTERS 


con  t i n urd  fro nf  l)(i(fO  ^ 

with  the  six-foot,  165-pound  adult 
my  son  will  one  day  bec'oine! 

I face  the  reality  tJiat  someday  I may 
no  longer  be  able  to  physically  manage 
my  son’s  needs.  In  fact,  I ha\’C  already 
pennanently  dislocated  a joint  from 
lifting  l\ini.  Tlierefore,  it  is  a comfort  to 
know,  rigid  now,  tiiat  there  are  stimu- 
lating, interesting,  attiactive,  acttKities- 
oiiented,  appropriately  stafred  facili- 
ti('s  that  may  someday  seive  Stephens 
iK'eds.  Fmnkly,  without  tJie  knowledge 
that  such  places  exist,  contemplating 
tile  future  w^ould  make  me  even  more 
worried,  nerV'Ous  and  guilt-ridden  tlian 
I alieady  iun. 

I implore  everyone  to  understand 
that  all  cliildren  and  tlieir  families  have 
imique  needs.  Please  look  beyond 
your  own  situation  and  try  to  imdei- 
sUuid  that  these  facilities  serve  a very 
real  netM  for  many  people. 

Tliaitk  you,  E.X(i:imoNAL  P.xrent,  for 
continuing  to  support  the  conc  ept  of 
"c‘hok  es”  for  piirents  and  children.  By 


‘ providing  as  with  a lange  of  quality 
infonnation,  tliis  publication  helps  par- 
; ents  and  children  to  make  good, 
infomuHl  dtvisions  based  on  a thor- 
ougli  knowledge  of  all  options. 

Camlipi  Das 
Michigan 

Not  Just  For  Parents! 

Lcist  year;  when  I began  working  at  a 
; schcK)l  for  children  witli  developmen- 
; tal  dLsal)iIitios,  1 picked  up  a copy  of 
E.xcKnTONAL  Paukvi'  for  the  first  time.  I 
loved  it!  I immediately  ordered  a sub- 
; scription  for  myself  and  have  ei\joyed 
it  ever  since. 

I am  in  college  studying  to  become 
a special  education  teacher  and  ha\  e 
i foimd  E.x<  krtonai.  Parent  to  be  an 
; excellent  resoiu*ce.  I learn  so  much 
fi'om  the  articles.  The  magazine  also 
gives  me  actcess  to  prcxiucts  and  orga- 
: niaitions. 

Many  times,  when  I read  an  article  I 
^ can  relate  it  to  a child  I have  worked 


with.  Tliese  articles  give  me  a l>etter 
luulerstanding  of  families  and  the  frus- 
trations they  fac’e. 

I just  want  to  thank  you  for  such  a 
wonderful  magazine,  and  tlumk  the 
parents  who  take  tlie  time  to  write. 
E.xc'EFnoNAi.  P.ARE.NT  is  invalual)le  not 
only  to  pai-ents,  but  jUso  to  profc'asion- 
als  and  teachers. 

K.S.,  Colomdo  . 

Rhizotomy 

The  article  ‘‘SekKtive  I)oisal  Rhizotomy” 
(Augast  1995)  and  the  stories  from 
families  (“Go  For  It!"  and  “Evaluating 
Success")  were  interesting  to  me  ' 

because  my  son,  Dustin,  had  this 
sui'gery  five  weeks  ago.  Like  Sean  in 
“Evaluating  Success,”  Dustin’s  spas- 
ticity prior  to  surgery  was  so  strong  it 
was  difficult  to  hold  him  or  get  liim 
into  his  wheelchair — he  had  an  “exten- 
sor thrust  from  hell,"  so  to  speak. 

Dustin  has  fought  some  valiant 

coiithuiod  on  page  8 \ 


NEWI  The  kid-T-REXm,  a super  light 
foldable  stroller,  that  provides 
padded  therapeutic  positioning,  many  . 
years  of  growth  and  adaptability. 


KU-r-REXim 

StdmiJKf  Model 


Kid^EXtm 

Bus  Tunspnrt 


EZ INOY  SPICAim 


Pediatric  Positioning 
& Mobility  Products 

kid-kart 

732  Cruiser  Lane,  Belgrade,  MT  USA  59714 


e 


Kid-Kart  ZWOim 

MoMily  Seise 


Kld‘EZtm 

Till ’Recline 


kid-kart 


Kid^hREXtm 

wf Large  Wheel  Option 


Please  call  toll  free  for 
Information  & literature. 


cares  about  kids.  i-800-388-527s 
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Circle  #98 


You  asked  for 
a change  in  augmentative 
communication.  One  that  w'ill 
help  build  a better  future  for  those 
with  speech,  learning,  and  physical  disabilities. 
And  we're  pleased  to  announce  that  change 
has  come.  Introducing  the  DynaVox  2 family  of 
augmentative  communication  devices. 

Smarter.  Lighter.  More  flexible.  With  built-in 

■■  — — i.i—  — ^ environmental  control,  wireless  computer  access,  8 or  20 

megabytes  of  memory,  and  your  choice  of  monochrome 
wm  Q|.  color  display.  All  at  a very  affordable  price. 


This 


And  that's  only  the  beginning. 

Because  we're  also  pleased  to  introduce  DynaVox  2 
Software  for  DOS  and  Macintosh.  Now  you  can  turn  your 
computer  into  an  augmentative  communication  de\’ice  to 
do  client  assessments  and  training.  And  you  can  easily 
transfer  files  between  DynaVox  2 devices  and  your 
computer  — without  taking  away  a user  s unit. 

DynaVox  2.  It's  the  kind  of  change  that  can  make  a 
difference  in  people's  lives.  A change  we  can  build  on 
together,  to  create  a whole  new  era  in  the  fivedom 
and  power  of  speech. 

If  you'd  like  to  know  more,  please  give  us  a call 
at  1-800-344-1778. 


USentient  Syst&tK 

Technology,  Inc. 
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Opening  The  Door  To  Success 


Throwing  items,  turning  over  furniture,  pulling  hair ...  the  list  con- 
tinues. For  Adam,  summers  mean  more  than  hayrack  rides  and  swim- 
ming. They  mean  concentrated  training,  lifcskills,  and  measurable 
gains  through  Heartspring’s  Summer  Intensive  Behavior  Program. 

Adam,  10,  has  autism  and  during  his  first  few  days  of  the  summer 
program  at  Heartspring,  he  averaged  about  45  acting-out  episodes  a 
day.  Heailspring  staff  members  developed  a plan  to  interrupt  destruc- 
tive and  aggressive  behaviors  and  to  teach  Adam  more  appropriate 
ways  to  communicate  his  needs  and  frustrations. 

They  used  reinforcers,  such  as  Adam's  favorite  foods,  raisins  and 
apples,  and  a trip  to  the  local  amusement  park.  A special  picture  sys- 
tem was  developed  to  help  Adam  communicate  his  wants  and  express 
his  feelings.  His  program  also  included  around-the-clock  extensive 
behavior  management.  By  the  end  of  the  seven  weeks,  Adam’s  daily 
episodes  of  acting-out  had  decreased  nearly  90  percent. 

And  what  do  Adam's  parents  have  to  say  about  the  program? 

'‘We  were  pleased  with  the  growth  our  son  exhibited.  Heartspring's 
summer  program  met  Adam's  needs  in  a diverse  way  that  no  other 
program  we've  looked  at  could." 

To  learn  how  this  very  special  program  can  benefit  your  child,  call 
us  today. 

Heartspring’s  Summer  Intensive  Behavior  Program 
1996  Session:  .June  17  to  August  1 
Application  deadline:  March  1, 1996 


^ HHRKPRING' 

Building  a brighter  future  for  children 

2400JARDINE  DRIVE  ♦ WICHITA.  KANSAS  6V2  1 9-4699 
1 800-  835-1043 
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j coHfi n ued  fro m pufje  0 

i fights  with  his  spasticity.  While  in 
i kindergarten,  he  wrote  the  anicle 
“Dustin’s  Trip  to  Space”  ^January 
U)90),  using  his  letterboard.  He  contin- 
! ued  in  an  integrat  ed  school  setting 
I until  he  was  ten.  He  wrote  stories,  won 
’ writing  awards,  did  well  academically 
and  learned  Morse  code  as  a backup 
: to  letterboarding. 

I Flowever,  as  he  grew  older,  and  in 
I spite  of  excellent  seating  evaluatioas, 
i Dustin  found  it  increasingly  painful  to 
be  in  a wheelchair.  Flis  spasticity 
! caused  liiin  to  push  against  the  seat 
' belt,  which  caused  his  skin  to  break 
j open.  I always  had  to  move  his  com- 
! puter  switc’hes  aroimd  as  his  conU'oI 
i site  shifted  when  his  pelvis  moved  for- 
I wai*d  in  the  diaii*.  Thank  goodness  for 
Velcro! 

I By  the  time  Dastin  wus  14,  las  seat- 
I ing  problems  were  really  out  of  hand. 

: He  needed  to  be  n^positioned  tliree  or 

I foiu*  times  during  a short  trip  to  tlie 
1 gi'oceiy  store,  and  lie  had  virtually  lost 
j liis  ability  to  bend  in  tlie  middle.  We 
' feared  he  was  becoming  bedridden. 

! Here  was  my  briglit  ycaing  son — a 
i yoiuig  man  witli  tctTific  langiuige  skills, 

I great  motivation  to  communicate, 

! enough  computer  etiuipment  to  laiuich 
the  next  sjiace  shuttle  and  a new  power 
) wheelchaii' — but  luiaiile  to  sit. 

Rhizotomy  held  out  hop(\  We  vv(*re 
told  Dustin  was  a goexi  candidate 
Ix'causo  he  wiis  (inly  spastic  mid 
seenuxl  to  have  some  underlying  mas* 
cle  strength.  We  also  had  niled  out 
other  optioas.  Siageiy  would  have 
been  anjuired  to  insert  a bacloft'ii 
I pump,  and  i had  spoken  to  mi  individ- 
I Ucil  who  had  needed  n'i>eated  surg- 
1 eiies  before  if  worked  properly. 

, likewise,  Ikitox  was  not  mi  option, 
Ix'causi'  too  nimiy  of  Dustin’s  muscles 
were  involved. 

We  were  pleased  with  the  rhizotomy 
expeiience.  TIk'  pmn  control  was 
excellent.  I )us(in  was  in  the  hospitiil 
■ for  five  days,  1 !('  now  has  tln'rafiy  at 
home  three  times  a week.  His  sitting 
ability  is  miuizingly  improved.  1 ILs  com- 
fot1  level  is  way  iij).  And  he  is  bvWvr 
able  to  control  his  coniputtT. 

I )as(in*s  therapy  scissions  also  have 

CO nU mint  on  patje  10 
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MANUI'ACTURINC;  CO,  INC, 
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HARD 's  Stocktoif  “Age  Appropriate”  Bed 
accommodates  your  child  with  the  safety 
and  convenience  you  would  expect  from 
the  nations  #i  manufacturer  of  hospital  cribs 
and  youth  beds. 

HARD’S  "Age  Appropriate"  Bed  includes  these  exclusive  features: 

• Available  in  a rainbow  of  colorful  epoxy  finishes 
and  laminate  colors  to  match  your  room  decor. 

• Currently  available  in  custom  sizes  to  accommodate  all  ages. 

• Hi-Lo  adjustment  for  convenience  and  safety. 

• Attains  all  orthopedic  and  comfort  positions. 

• Crib  type  safety  sides  are  close  to  the 
mattress  to  protect  arms  and  legs. 

ffyoii  would  like  lufbrnialiou  about  hoir  our  full  Hue 
of  beds  and  cribs  would  benefit  ]'()ur  child,  as  tt'ell  as 
local iu}.>  ]’our  nearest  i lAld)  dealer. . . call  us  today! 

h$oo-use-\\ATCD 
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Mail  Order 
Medical  Supplies 


We  co’aldn't  list  all  the  items  we 
carry,  so  please  call  if  you  need  a 
product  that  is  not  listed  below. 

800-633-2139 

♦ INCONTINENCE 

Youft  size  briefs,  reusable  2-piece 
systems  for  children.  Attends, 
Depends,  Medline,  Tranquility, 
Salk,  Priva 

♦ REUSABLE  AND 
DISPOSABLE  UNDERPADS 
Attends,  Depends,  Medline,  Priva, 
Tranquility,  Salk 

♦ WHEELCHAIR  OJSHIONS 
Roho  and  Roho  for  Kids 

♦ OSTOMY 

ConvaTec  Little  Ones,  Cymed, 
Hollister,  NuHope 


WE  CARRY  A FULL  LINE 
OF  UROLOGICAL,  SKIN 
AND  WOUND  CARE, 
PRODUCTS. 


FREE  SHIPPING 

on  most  orders  over  $75.00 

Call  for  a free  catalog 

800-633-2139 
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continued  from  page  H 
changed  focus.  Before  the  surgery,  the  i 
goal  of  physical  therapy  was  to  reduce  ‘ 
tone.  Now  tlie  goals  Iiave  to  do  with 
strengthening  his  muscles,  Dustin’s 
head  and  trunk  are  already  showing  ; 
real  improvement  He  is  back  on  his 
three-wheeled  bicycle  and  looks  for- 
ward to  horseback  riding. 

The  ultimate  goal  has  always  ; 
been  to  build  a system  that  would 
give  Dustin  access  to  mobility  and 
comm.unication.  We  had  solved 
many  parts  of  this  puzzle.  None  of 
that  mattered,  however,  if  Dustin  ; 
could  not  sit.  In  effect,  he  was  all 
dressed  up  with  no  place  to  go,  • 

How  far  will  the  rhizotomy  proce-  ^ 
dure  take  Dustin?  We  still  do  not 
know.  But  I can  say  this  much  now:  | 

At  the  beginning  of  the  summer,  | 

Dustin  spent  too  much  time  lying  on  i 
the  couch.  Today,  he  is  going  to  see 
Apollo  IS  with  friends. 

Anne  Webb,  California  ; 

I 

Adapted  Physical  Education  - 

I was  thrilled  to  see  the  June  1995 
issue,  which  focused  on  recreation  | 
for  individuals  with  disabilities  and 
highlighted  a number  of  recreation 
opportunities.  However,  I was  dis- 
mayed to  see  no  mention  of  a spe- 
cialized recreation  resource  for  stu- 
dents with  disabilities — the  field  of 
adapted  physical  education. 

I received  my  Ph.D.  in  adapted 
physical  education  from  the 
Ihiiversity  of  Virginia.  In  fact,  my 
dissertat*  i focused  on  educating  i 
parents  about  the  importanc^e  of 
physical  education  and  fitness.  My 
special  interest  in  parents  stems 
from  the  fact  that  I have  a sister 
with  a disability. 

The  law  defines  physical  educa- 
tion as  a direct  service  that  is  nuui- 
daled  for  all  studciTts  witli  disabili- 
ties, Not  only  are  physical  educa- 
tion services  mandated,  they  mnsf  , 
be  adapted  when  mressaiy. 

Students  with  disabilities  can 
receive  specialized  or  individualized 
physical  education  seivici's 
designed  mid  implemented  by  a spe-  ■ 
cialist  in  the  field  of  adapted  physi- 


cal education.  Adapted  physical 
education  is  not  a related  service, 
so  it  should  not  be  conducted  by  i 
related-service  pemonnel  such  as  | 

physical  or  occupational  therapists.  ! 

Currently,  all  states  have  some  I 

kind  of  endorsement  or  certification 
in  adapted  physical  education. 

There  is  a move  toward  national 
certification,  meaning  all  physical  i 

education  teachers  interested  in  | 

teaching  students  with  disabilities  | 

may  someday  be  required  to  obtain  j 
a national  certification.  On  the  local  i 
level,  professionals  at  colleges  or  i 

universities  may  be  able  to  work  i 
with  parents  in  doing  individual  ; 

assessments,  itinerant  teaching,  ] 

attending  case  conferences  and  ! 

advocating  for  appropriate  physical 
education  services,  ! 

Because  a student’s  health,  fitness  | 

and  motor  skills  are  so  vital  in  his  ' 
or  her  transition  from  school  to  ; 

work,  those  of  us  in  the  field  of  I 

adapted  physical  education  feel  ’ 

very  strongly  that  qualified  individu-  i 

als  should  be  teaching  students  with  | 
disabilities.  For  years,  we  have  \ 

strived  to  provide  the  most  appro-  j 

I)i‘iate  physical  education  services 
for  individuals  witli  disabilities.  Our 

I 

greatest  challenge  has  been  our  | 

einonymity.  | 

Parents  can  request  adapted 
physical  education  senices  only  if 
they  know  about  the  field  in  the  first  ‘ 

place.  Magcizines  like  Exckphona!.  ; 

Parent  are  vital  in  this  education  | 

process.  • 

Katie  Stanton  \ 

School  ofPfnjsical  Education  \ 

Ball  State  I in  i cersitij 

Mnncic,  Indiana  \ 

! 

Einroifs  Note:  To  learn  more  about  ■ 

adapted  phtj.sical  education,  send  a ’ 

self  addressed  enrclopc  irith  a S2<t  \ 

stamp  to  The  Adapted  Physical 
Articitij  Council/AAAU%  1<)0()  \ 

Association  Dr.  Re.ston,  VA  22091  ‘ 

(70S/-lt7()’S4S0).  You  irill  rctcirc 
information  about  the  Council  and 
information  about  orderintf  their 
publications.  i 


Goldenhar  Syndrome,  ' 

Esophageal  Defects 

My  19-inv  ;itli-old  son,  Casey,  has  been 
diagnosed  with  Goldenhar  syndrome, 
a craniofacial  disorder  chai-aoterized  | 
by  jx)or  development  of  facial  stn’.c- 
tiu'es.  He  was  also  bom  with 
esophageal  atresia  (undeveloped 
esophagus)  and  tracheoesophageo;U 
fistula,  or  TEF,  meaning  that  he  had 
an  abnonnal  pas.sage  comiecting  his 
trachea  (windpipe)  to  his  esophagus 
(the  tube  that  canies  food  from  the 
throat  to  the  stomach). 

My  husband  is  in  the  I’.S.  Amiy  mid 
server!  in  the  Gull  War.  We  waindei  if 
our  son’s  biitli  defects  are  related  to 
the  imimniizations  mid  medications 
my  husbmid  took  to  protect  him  from 
chemical  exposure. 

I hope  to  get  in  touch  with  pments 
of  children  with  similar  problems, 
especiiUly  Gulf  Wm-  veteuuis. 

M.M.,  Mcinjland 


Enmm's  Xon::  'nicfollowhin  oiyani- 
::ali(}iis  con  pot  yon  in  touch  icilh 
IKircnts  of  children  who  hare  condi- 
lion.s  siniilor  to  that  of  ijonr.Hon: 

• Goldenhar  Sijndroine  Research  & 
Information  Einid.  SR29  Gleneogles 
Ln.,  Darien.  IL  ()()5(il:  (708)  010- 
:)0-i0.  (708)  010-4005.  fa.r. 

• TEF/VATER  Support  Network,  c/o 
Grey  and  Teri  Rnrke,  15801  Grey 
Eo.r  Rd.,  Upper  Marlboro,  Ml) 

80772;  (.101)052-0887. 

In  addition,  yon  may  want  to 
contact  the  Association  of  Birth 
Defect  (Children  (ABDC.  827  Irma 
Arc..  Orlando.  EL  .12808;  407/245- 
70.15).  ABI)('  scircs  as  a cleariny- 
honsc  to  provide. free  information 
about  birth  defect.s.  particularly 
those  thought  to  be  a.s.sociated  with 
to.rins.  In  recent  years,  ABDC  has 
documented  a variety  oj  birth 
defects  thought  to  be  a.s.sociated 
with  parent.s'  iiartieipation  in  the 

GalfWar.  ABDC  helps  parents  of 
similar  children  naike  contact  with 
each  other,  and  offers. free  partici- 
pation in  a national  birth  defect 
registry  through  a 24-hour,  toU-frei 
registry  line  (800/81.1-2282). 


Krause-Kivlin  Syndrome 

My  nine*niontli-old  daughter  was  diag-  , 
nosed  with  Krause-Kivlin  syndrome  at  ; 
the  age  of  six  montlis.  The  syndrome  , 
includes  brain  miomalies;  Alyssa  has 
the  Dandy- Walker  malfonnation  (a 
type  of  congenital  hydrocephalus 
caused  by  a structural  defect  in  the 
brain)  and  seizures.  She  also  has  sev- 
eral severe  visual  problems  (glauco- 
ma, microcomeas,  cloudy  corneas,  no 
lenses  mid  a short  optic  nerv'e  on  the 
riglit  side),  a ventricular  septal  defect 
(a  heart  condition  in  which  there  is  an 
abnonnal  opening  in  the  wall  separat- 
ing the  left  and  right  ventricles,  or 
pumping  chambers),  a kidney  defect 
(grade  IV  reflux)  tuid  failure  to  thrive. 

Because  tliis  is  a vei-y  rare  syai- 
dronie,  doctors  have  not  been  able  to 
tell  me  what  the  future  holds  for 
Alyssa  medic-ally,  visually  or  develop- 
mentally. 

I w'ould  like  to  hem-  fr.ini  otlier  par- 
ents who  liave  mi  older  child  with 
Krause-Kivlin  syndrome  or  profes-sionals 
who  know  a c-hild  with  this  di^iosis. 

G.R.,  Penn.sylvania 
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Galactosemia 

Our  flve-nionth-old  son  has  galac-- 
toseniia.  Tliis  is  a rme,  genetic,  meta- 
bolic- disorder  chmacterized  by  an 
inability  to  metabolize  galactose  (milk 
sugar).  Children  with  galactosemia 
may  have  mild  to  severe  developmen- 
tal delays,  mid  may  develop  c-ataracLs, 
kidney  problems  mid  liver  disease.  We 
would  like  to  hear  from  other  parents 
who  have  a c-liild  with  this  c-ondition. 

B.L.,  Ontario,  Canada 

Ei)ni)iff>  No'ik  Parents  of 
Galaetosemic  Children  (2871 
.Stagecoach  Dr.,  Valley  Springs,  (A 
95252;  200/772-2440,  voiee/fa.v)  can 
pmvide. farther  information  on 
galactosemia,  and  can  help  you  con- 
tact other  parents  of  children  with 
this  metabolic  di.soirler. 

Biting  Problem 

My  IH-month-olcl  son,  Uymi.  was  bom 
with  brain  stem  hyiioplasia  (the  ci'n- 
ter  pm-t  of  his  c-erebellum  Ls  missing 
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liiicmc't  at  appk-\vcls;;to  eworkl.com. 


NOVEMBER  l!)!l-o  / EXCEPTIONAL  PARENT 


Cltcl*#186 


LObldet'  Wake  Life  Easier! 

A J|  national  1ST  PLACE  WINNER! 

/ 

^SBgr  1-800-582-4338 

w 

(free  brochure) 

You  II  Appreciate  the  INDEPENDENCE! 

Lubidet  / 

(loo-be-day:  a toilet  attachment)  / j 

Gentle,  effective,  nonintrusive  personal  cleansing  1 1 

- 

Easy  to  Instalt 

Warm  water  wash.  Warm  air  dry.  \ ^ 

e 

Lubidet  USA  Inc:  Dedicated  to  Healthy  LIfestylesI  Right  or  Left  Hand  Us« 

Easy  to  Use 
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and  liis  mid-brain  Ls  one-<|uaiter  the 
normal  size).  Tliere  is  no  known 
cause,  but  tlie  result  is  third  nerve 
palsy  and  Homer  syndrome  (a  type  of 
facial  pai’alysis),  affecting  his  riglil 
eye.  He  also  has  myoclonic  seizui*es, 
mild  c‘erebral  palsy  and  probable  pro- 
foimd  mental  retardation. 

He  can’t  hold  his  head  up  for  more 
than  a few  seconds.  Nor  can  he  sit  up, 
roll  over,  hold  a toy  in  his  hand  or 
even  smile.  And  he  never  ever  cries. 

What  he  can  do  is  get  his  riglit  hand 
to  his  mouth.  This  would  be  tenific 
except  that  he  has  a very  strong  bite 
reflex,  so  every  time  his  fingers  go  into 
his  mouth,  he  bites  doMii — hard. 

Although  he  tries,  he  can’t  pull  the 
fingers  out  of  his  mouth  until  the 
reflex  is  completed.  By  that  time,  his 
fingers  are  bleeding. 

We’ve  tried  putting  a slipper  over 
his  hand  iuid  fastening  it  ai'ound  his 
wrist.  That  worked  well  for  aw'hile, 
but  now  he  bites  lus  fingers  thr'ougli  it 
and  sometimes  pulls  it  off.  W^e’ve  also 
tried  taping  his  fingers  aroimd  a rattle 
or  teething  ring,  but  he  soon  wiggles 

contiHHCil  f>//  fxu/r  /.-7 

Search  and  Respond  is  an  oppoitunify  for  our  readers  to 
exchange  information  about  their  pritical  experiences 
meeting  ^ everyday  challenges  of  life  with  a child  or  ado- 
lescent with  a disability.  We  also  expect  parents  to  ask  appro- 
priate professionals. 

Pie^  indicate  whether  the  letter  is  a search  or 
re^^.  If  a response,  be  sure  to  note  in  which  issue  the 
original  Search  letterappeared.  All  responses  are  forwarded 
to  the  writers  d“ the  Search  letters;  some  are  published. 
Published  letters  be  edited  for  purposes  of  space  and 

darity. 

Write  or  fax: 

Search  or  Respond, 

Exceptional  Parent 
209  Harvard  SL,Ste.  303 
Brookline,  MA  02146-5005 
Fax:  (617)  7366742 

For  information  about  specific  disabilities,  contact  the 
National  Organization  for  Rare  Disorders  (NORD),  100  Rt 
37,  RO.  Box  8923,  New  Fairfield,  CT  06812.  (800)  999-NORD, 
(TO)  74^18.  Also,  see  “National  Resources  for  Specific 
Disabilities  and  Conditions”  in  Exesmm  P/mifs  1995 
Resource  Guide  (January  1995). 

The  National  Parent-to-Parent  Support  and 
Infomiation  System  (NPPSIS)  is  a not-for-profit  service 
that  keeps  track  of  children  with  diagnosed  and  undiag- 
nosed disabilities  whose  parents  are  looking  for  a match. 
Parents  are  matched  with  a “veteran  parent,”  who  has  an 
older  child  with  a similar  condition  and  who  is  willing  to 
provide  guidance  and  support  Contact  NPPSIS,  P.O.  Box 
907,  Blue  Ridge,  GA  30513;  (800)  651-1 151  (V/TTV)  or 
(706)  632-8830  (Fax). 


*I3«cl<  atul  forth,  ni 
atut  out  of  convcn- 
tiorml  hospitals  attd  treatment 
prof^ams.  Because  complex 
behavioral  issues  fmstraw 
treatment  of  a young  child's 
neurological  deficits . Our 
unique  medical  atvl  behavioral 
approach  can  break  the  cycle 
of  multiple  failures. 
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Here's  thp  solution  for  the 
millions  of  young  and  old 
who  need  modified  consis- 
tencies to  enjoy  eating 

DIAFOODS  THICK-IT 

when  .mixed  with  hot  or 
cold,  thick  or  thin  liquids 
and  pureed  foods,  pro-  • 
duces  any  desired  consis- 
tency quickly.-  easily  and 
controllably  But  it  does  not 
c-hange  the  taste  or  appear- 
ance of  the  food  it  thickens 

DIAFQODSTHICK-IT  adds 
sixteen  calories  per  table-  • 
spoon  for  rrourishmertt'but 
IS  ver  y low  in  sodium  for 
. people  Orv sodium- 


DIAFOODS 

brings  the  joy  of  eating 
back  to  people  with 
swallowing  problems. 


restricted  diets.  And  it 
helps  hydrate  patients 
because  it  will  not  bind 
■ water  or  fluids. 

DIAFOODS  THICK-iT  IS 

the  market-maker  and  the 


Rtm  •diicational  nwteriai, 
call...(800)  333-0003. 

The  booklet  "Oysphagtai, 

A Review  For  HmKH 
Proleeeionale”  discusses 
causes,  evaluation  and 
treatment  of  dysphagia. 

The  pamphlet  ‘^Swallowing 
ProMems”  helps  patients 
and  caregivers  understand 
and  adapt  to  dysphagia. 


"1  selling  brand  of  Instant 
Food  Thickener.  It  is  rec- 
ommended by.  speech  and 
language  pathologists, 
dietitians  and  nutritionists 
in  hospitals,  nursing  hqmes 
ahd  rehabilitation  facilities 
across  the  Country. 

For  product  literature  and 
advice,  a free  sample 
. and  information  where 

DIAFOODS  THICK-IT  may 

be  purchased,  call... 
(800)333-0003. 
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ciintinin'd  Ji'am  p(Uh‘ 

Ws  fingers  out  of  the  t^e.  In  addition, 
the  tape  is  hard  on  his  skin. 

I would  like  to  hear  from  anyone 
who  can  suggest  a solution  that  doesn’t 
involve  restricting  his  arm  movement. 
I’d  also  like  to  hear  from  parents  of 
other  children  with  profound  mental 
retardation. 

C.fL  New  Yotii 

Cohen  Syndrome 

Nicholas,  now  15,  was  the  first  of  our 
three  children.  He  was  initially  diag- 
nosed as  **developmentally  delayed, 
with  speech  and  language  impair- 
ments.” Later,  his  diagnosis  changed  to 
Prader-Willi  ^ndiome,  but  he  eventually 
"*out-grew”  the  characteristics  of  tliat 
disorder.  Two  years  ago,  he  was  finally 
diagnosed  with  Cohen  syndrome. 

Cohen  syndrome  is  a rare  genetic 
disorder  characterized  by  low  birth 
weight,  mild  to  moderate  mental 
retardation,  dciayed  growth,  obesity 
of  tlie  tnmk  occuring  during  nnddle 


SEARCH 


cliildhood  and  muscle  weakness. 
Children  with  the  syndrome  have  an 
open  mouth  with  prominent  lips  and 
upper  central  incisors.  They  are  also 
very  tall. 

If  your  child  has  been  diagnosed 
with  this  rare  disorder  or  you  know 
someone  who  has,  please  contact  us. 
We  want  to  know  what  the  future 
may  hold  for  our  son  in  terms  of  edu- 
cation and  employment. 

AR,  Virginia 

CalUng  9-M? 

My  eight-year-old  son  has  severe 
difficulties  with  speech.  I am  worried 
about  what  would  happen  in  the  case 
of  an  emergency  that  required  him  to 
use  the  telephone  to  summon  help.  I 
can  teach  him  to  dial,  but  he  wouldn’t 
be  able  to  give  his  name,  address  or  any 
other  information  to  the  9-1-1  operator. 

I have  talked  with  other  parents 
whose  children’s  disabilities  involve 
speech.  They  all  have  the  same  con- 


cerns. I would  like  to  hear  from  any- 
one who  has  found  a solution  to  this 
problem. 

jB.L.,  Pennsglvania 

Chromosome  llq- 

At  tluee  weeks  of  age,  oui*  1 1-montlv 
old  son  was  diagnosed  with  a chi*o- 
mosomal  abnormality  involving  a par- 
tial deletion  of  tiie  long  arm  of  his 
eleventh  chromosome.  His  symptoms 
include  craniosynostosis  (premature 
fusion  of  one  or  more  plates  in  the 
skull),  development  delays  and  heart 
defects.  Only  33  cases  of  this  condi- 
tion have  been  reported  since  its  dis- 
covery in  1973. 

One  networking  organization  (the 
National  Organization  on  Rare 
Disorders)  has  been  unable  to  help  us 
make  contact  with  another  family 
dealing  with  this  disorder.  We  are 
hoping  to  find  such  a family  among 
the  readers  of  Exceptionai.  Parent. 

J.B,  & E.B.,  Louisiana 
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\ I)!  Jlicilfl  Dinn  , former  staff  member  of 
\ Special  Olympics  f nternationo! 

Celebrate  the  spirit  of  the  games  around  the  world.  Learn  about. the  . 

\ history- of  the  organization — and  what  it -s  meant  in  the  lives  o/sp  . 

. \ niiny  .athletes  and  volunteers:  . ■ , ' 

. r Hearts  of  Go/d  is -a  comprehensive  look  at  the  history  and  heroes 
\ Special  Olympics— arid  its  ties  to  the  traditions  of  the  Qlympic 
V Games.  Brimming  with  full-color  action  photos,  including  shots 
from  the  1995  Vyorid  Games,  Hems'  of  Cold  will  both  touch  and 
inspire  you.  Perfect  for  readers  eager  to  learn  about,  this  wonderful 
/ Olympic  tradition.  It  s a^^^1?^^book  a^  a great  sports  movement! 

♦ 8 /72"x  96  poges  • More  than  80  foil-color  photos  • SI  9.95  hardcover  • Library  bbnnd 
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REST  EASY 

With  a Vail  2000 
Enclosed  Bed 


Now  your  child  or  loved  one  can  enjoy  the  fun 
of  a canopy  or  tent-style  bed,  plus  the  protec- 
tion of  a soft,  sturdy  enclosure  that: 

• Reduces  falls  ami  injuries. 

• Controls  wandering. 

• encourages  more  relaxed  sleep. 

• Accommodates  medical  equipment. 

« fits  all  ages  from  child  to  adult. 

• Includes  a removable  hedskirt  and  border 
in  your  choice  of  colors. 

A patented  design.  \'ail  beds  are  freiiuenth 
covered  by  private  and  state-funded  insurance. 
.\nd  they  come  complete  with  mattress, 
enclosure,  manually  adjustable  head  and  foot, 

I -year  warranty,  lifetime  sen  ice,  and  easy  step- 
in -step  assembly  video. 

For  a FREE  catalog,  call 
1-800-235-VAIL. 
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Colorful  Brace  Stockinettes 

E,L  (May  1995)  has  a fou}\ijca)H)ld  daughter  who  nmts  bUatctal  ; 
KAFOs  (knee-ankle: foot  oilhoses)  and  uses  *l))ri(V  lb letsf' cotton  \ 

staki  nettes  that  alxs(nt  penspimtUm  and  pmx'nt  the  plastic  of  the  \ 
bmcxsfivm  sticki ng  to  her  legs.  tlL  *s  yashion-(vnsclous''(kti(gh- 
ter  nxndd  pwfer  moiv  (xAotful  leggings,  but  tights  make  dlapoing  ! 
a } ui  toilet  I ng  too  d [fficidL  E.L  ivas  seeking  a sou  nefo)  • pmvhas-  \ 
big  colo)fiil  bmee  stockinettes.  \ 

When  my  daugliler,  Amanda,  wore  ottliolics,  we  also  had 
trouble  finding  socks  she  liked.  One  solution  tiuned  out  to  lx*  j 
ordinaiy  boys’  tube  socks.  We  bouglit  them  in  a lai’ge  size  so 
they  went  up  to  her  knees.  There  were  many  advantages — ^tube 
socks  were'  very  inexpensive  and  readily  available.  They  also  ! 
wore  well  and  stayed  up.  I 

Amanda  was  delighted  to  haw  soc*ks  in  diffemnl  colors.  I i 
was  never  able  to  find  tube  socks  for  girls,  however,  so  oiu*  i 

color  selection  was  limited  to  darker  colors  like  na\^,  red  and  ^ 

black.  Some  styles  have  stripes,  too.  Tliis  may  be  a good  way  to  i 
supplement  your  daugliter’s  warch’obe.  i 

B.C.y  New  Josey  \ 

j 

Swinging  Objects  1 

C.T.  (April  1995)  has  a lO-year-old  so)i  with  Down  syndmme. 

He  also  takes  Syiithmld  for  hyjxdhi/ioldlsm.  Since  a young  I 

age,  he  has  had  a tendency  to  focus  on  objects  that  he  can  hold  ' 

and  suing  amund.  Often,  as  he  swings  the  object,  he  talks  to  , 

himself  and,  sometimes,  s])lns  hi  chvics.  At  these  times,  he  ] 
seems  to  ''zone  out.  ” As  he  has  gotten  older,  these  beharlois  \ 
hare  Inaeased.  C.T.  was  looking  for  suggestions  to  help  her  \ 
undcistand  and  lessen  the  fmiuency  of  this  behavior.  If  not  1 

(ibninate  it  altogether.  \ 

My  18-year-oId  son,  Daniel,  also  has  Down  syndi'ome.  Wien  j 
he  was  yoimg,  he  liked  to  swing  and  twirl  objects  wfiile  spin-  ■ 

ning  in  a circ*Ie,  usually  babbling  as  he  did  so.  Daniel  outgrew  | 

tliesc'  behaviois  witliout  any  inteivention. 

As  embtuTassing  as  tlds  beha\ior  might  have  been  to  us,  as  | 
stnuige  as  it  might  have  seenuxl,  1 believe  that  these  beha\iors  ! 
helix'd  Daniel  process  people  and  events,  particularly  those  that  j 
would  otherwise  have  been  o\’erwheIming.  If  one  listened  caiX'- 
fully  while  Daniel  spun  and  babbled,  one  could  hear  Daniel  i 
naming  those  events  or  people.  • 

As  I tiy  to  help  Daniel  find  ways  to  c*ope  witli  day-to-day  fnis-  : 
trade )iLs  now  that  he  is  18,  Uien*  are'  times  whe'n  I cun  tempt exl  to  \ 
encourage  liim  to  stall  spuming  aroiuid  again.  \ 

A.K.,  New  dcisey  ; 

Partied  TVisomy  of  Chromosome  One 

SV.  and  S.P.  (May  1995)  air  the  ^xtmtts  of  a Ki-month-ohl 
daughter,  Ashley,  who  has  partial  trisomy  of  the  fust  chwmo- 
somc.  llwy  hare  been  unalile  to  locate  any  other  child ivn  with 
this  Hiixnnosomal  abnormality  and  wav  looking  for  informa- 
tion about  this  condition. 

My  elaughler.  Drin.  was  \mi\  with  partuil  tiiseuny  eine.  She'  is 
ne)w  nine  ye'ms  old — I he)pc'  tiuit  gi\ e's  you  seuiu'thing  te)  lee'l  ! 
geKKl  abemt.  ; 

< • nth  ft  Uf‘ft  nu  I’thff' eO 
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"Exceptional. Parent  \s. he  ' 
finest  publication  of  te  ' 
kind  ...  it  is  must . . 
reading  for  all  those 
with  a handicapped  - 
child.  It  could  change . . - , 
their  lives.”.  . ■ 

Ann  Landers,:'.’ 

fk-r  ''^oa  r.'P-  iander^  ■ 

t-v's r<r*’e5  i?v''^cf/ca/e  ' 

“I  highly  recommend 
Exceptional  Parent  ■ • 
magazine  to  all  parents  ; ; 
of  children  with  . ^ 

disabilities."  , ^ 

T'  Berry  Brazelton.M.D;.,, , 

Ci^«  P'ofessor  Ftnenius  of  Pedistn^. ; ' 

Harvard  Medical.  Sctiool  '■ 

-f. 

"Speaking  as  both  ^a  • - ■ 
• magazine  publishing  . . 

•.  executive  and  as  a father 
of  a disabled  child,  . I . 
highly  recpmnriend  ' ,Lv 
Exceptional  Parent  for-its- 
^jng  and  selectiori  .of 
material,  and  its  insights,' , 
its  information  about  a 
wide  variety  of  subjects.-pf, ' 
importance  to  parents,  . j. 
and'itsinspirationarand 
■ emotionally  uplifting  ° ' 

content ;..  I would  not  . . 
miss  anjj^ssue  ...  from  a 
rr^n  who' reads  perhaps  . 
100  magazines  a month,  ' 
that's' saying  a lot.” 

■ . . , ''James  A.  Autry, 

‘ * FornT^r  ProsKldnt.  Tf^e  Group 

fBettei  Monies  aod  Gardetfs), 

Mntpihfh  p|  ibft^htng  Oos  Motn^s.  fpvva  ■ 


li  llu*  subscription  c<nxl 
V ‘ is  mif^sinjj;,  plca^.c‘  c;all 
" 800-247.8080/ 
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Start  my  subscription  to  L.xcmioN.M.  P.mu.m  today! 

1 year  (12  issues)  just  S28.* 

2 years  (24  issues)  just  $45  ' 

3 years  (36  issues)  just  $63.* 


Check  enclosed  (use  separate  envelopei 
To  order  by  credit  card  call  1-800-247-8080 
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A YEAR! 


YES 

Start  mv  subscription  to  E\c  i I’l  io\  \i  Paklm  today! 

1 year  (12  issues)  just  S28.* 

2 years  (24  issues)  just  $45.  ‘ 

3 years  (36  issues)  just  $63.* 


Check  enclosed  (use  seoarate  envelope! 

To  order  by  credit  card  rail  1-300 -24 7-6080 
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Start  mv  subscription  to  l .\c  i n in\  \i  l’\Ki  \i  today! 

1 year  (12  issues)  just  S28  * 

2 years  (24  issues)  just  $'15  ‘ 

3 yeais  (36  issues)  just  $63.* 
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Luirnowi  P\ki\i 
IS  the  n:iagazine 
lor  parents  and  professionals 
involved  in  the  care  and 
. development  of  children . 
and  young  adults  with 
special  needs  including 

• Physical  D'lsabihttes 
Developmental  Disabilities 
Mental  Retardation 
Autism.  Epilespy 
Learning  Disabilities 
Perceptual  Disabilities 
...  Hearing  Impairments 
Vision  Impairments 
Emotional  Problems 
Chronic  Illnesses 


, Par!  \0s 

mission  is  to. 

PROVIDE 

practical  guidance 
■ and  support  for  parents, 
■educators  and  professionals 
caring  for  children,  and 
young  adults  with 
disabilitiq^  and  special 
. health  care  .needs 

INFORM 

parents  and  professionals  . 

about  current  and 
changing  rights,  laws  and 
programs  for  children  and 
young  adults  with  disabilities 
j and  their  families 

^ SERVE 

' . as  a jfetwdrk.  ^ forum 

for  the^change  of.  ideas, 
experience  and  advice 
between  parents, 
professionals  and  educators 

FOCUS. 

. „ ^ on'.the  cliild  first, 
the  disability  second 


If  the  subscription 
cord  is  missinL>, 
" please  call 

800-247-8080. 
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With  maximum  passenger  seiU 
maneuverability^  a new  easy 
off/on  ground  hugging  plat- 
form,  pius  reliable  all-electric 
operation. 

The  ('row  River  Industries  N'AN- 
GATHR'"fold-in-haltTift  is  a timeless 
classic.  W hen  folded  it  offers  half  ii 
doorway  of  usable  space  for  easy 
loading/unloading,  more  usable  in- 
terior space,  a clearer  side  view,  and 
allows  the  front  passenger  seat  to  be 
almost  fully  reclined  for  maximum 
comfort.  But  we  can't  seem  to  slop 
trying  to  improve  on  perfection. 

All-electric  reliahility. 

I'he  enclosed  non-hydraulic.  all- 
electric operating  mechanism  is 
cleaner  and  quieter  than  hydraulic 
lifts,  especially  in  extreme  tempera- 
tures. {There's  also  no  leakage  or 
unpleasant  odor.)  And  our  new 
auxiliary  electric  override  provides 
emergency  electrical  lift  power— not 
to  mention  peace  of  mind — when 
you  need  it  most. 

A flatter  plat form. 

W e ve  made  getting  on  and  off  the 
\ AN(iATi:R''' easier  than  ever  with  a 
new  flatter  platform  that  sacrifices 
nothing  in  ruggedness  and  reliabilitx 
And  you'll  find  the  improved  side 
entry  option  and  exit  access  great  in 
tight  parking  situations! 

RAPID  RESPONSE  LINE: 
lor  more  inlormiaion  am!  the  name 
of  voiir  closest  Ue,iler  call 


CROW  RIVER 


14800  28th  Avenue  North 
Minneapolis.  MN  55447  (USA) 
(In  Minnesota.  612-559-1680) 


1-800-488-7688 
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Wlicn  Elrin  was  bom,  she  was  put  in 
a si>e<*ial  (*are  nui'soiy  hocauso  her 
bofly  temperatiux'  would  not 
in  that  luti^'iy,  a hoai1  imuTnur  \ 
detedc^  iuid  x-rays  indicat ekI  a problem 
witli  her  Iimgs.  Her  |>ediatri(*ian  sug- 
gested genetic-  testing. 

VVlien  ?]rin  wjis  thme  inontlis  (^Id. 
she  wus  diagnased  with  piutiai  tiisomy 
oiu'.  \Vliat  shmds  out  mast  clearly  in 
my  mind  iiix^ut  that  hoirible  day  was 
the  gcnicHicLSt  telling  me  tliat  P]rin 
wx)uld  “probably  die.”  She  told  as  tli('re 
worn  jast  sbc  reportc'd  cases  of  the  dis- 
orxien  These'  sbc  cases  included  two 
bn>thers  w ho  lived  into  their 
Tonic'S  (tiiey  had  no  hejut  problems  but 
had  \-ery  severe  mental  retai’dation) 

:uk1  tlux'e  girls  who  had  heart  prol> 
leias;  all  tliree  died  by  the'  age  of  10 
montlis.  The'  sixth  case  was  a sibling  of 
one  of  these'  three  girls  w'ho  w-as  diag- 
nased prenatally  by  amnicx-entesLs  and 
iiboited.  Since  Erin  had  a heart  condi- 
tion like  all  the  babies  who  died,  the 
doctor  did  not  gi\  ‘'  us  any  hope. 

I lived  the  first  10  montlxs  of  Eiins 
life  wondering  eveiy  morning  if  she 
would  Ix'  alive  when  I walked  into  her 
IXHlroom.  I always  felt  that  if  she  c(xild 
lUiike  it  to  10  montlis,  she  wxiuld  have 
“Ix'aten”  the  others  cuid  w-ould  niiike  it. 
But  I w'as  iifraid  to  low  her  for  fear  that 
I would  lose'  her.  FX'entually  Erins  c-ju- 
diologlst  hc'ard  iihoiit  this  and  assured 
me  that  F^rin’s  hc'art  condition  was  so 
minor  thiit>  had  six'  not  Ixh'ii  in  a s|xx*ial 
ciux'  nmsc'ry,  it  would  liave.gone  undc'- 
tc'ctc'd  But  I have  never  forgiven  the 
genc'tic-Lst  for  thasc‘  first  honible  10 
months.  And  I have  always  hoixxl  that 
somehow'  Erin's  .story  w'ould  be  an 
iiispinition  for  another  family. 

You  should  sc'e  Erin  texiay — shc' 
wiilks,  six'  talks,  aixl  she  has  a sense' 
of  humor  mid  a winning  peisonality  to 
matdi.  She  lovc's  to  swim,  ride  her 
bike  and  '1rash”  her  bc'droom.  She  has 
dc'vc'lopnx'iitiil  dc'lays  but  is  fK)  pcu'cc'iit 
potty-tniiiic'd,  rc'c'ognizc's  mmiy  printed 
words  mid  know’s  the  Fledge  of 
Allc'giance. 

Erin  attc'nds  a c*lass  for  c-hildren 
with  multiple  disjibililic*s  within  a regu- 
Im*  public-  sc*liool.  Six'  is  nxunstrc'mned 
into  rc'gulm*  third  gmde  classc's,  mostly 
for  s(K*iiiliziition.  She  receivc's  physicjil, 
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‘ o(’(‘iipational  and  spc'c'c-h  thera}>ies. 
i I hope  that  this  lettc'r  brings  you 
; gocxl  news  mid  hope.  I would  be  so 
; happy  to  talk  with  you  at  miy  time,  mid 

■ if  I put  Erin  on  tlx'  phone.  I’m  sure  she 
: w ould  chat  with  you  as  well!  I hoix'  to 

hear  from  you. 

' /V.A.,  j\(>tr 

Supervising  a “Runner" 

L K (A  1 995 ) has  ( ? fh  fvr-tjra  t - 

- old  son,  Jimmy,  mho  has  autism. 
Jimmy  is  considmd  a ''numer;'Jfhr 
is  not  constantly  suixnTmed,  he  ivill 
\ run  away,  LK.  has  tned  nsinya 
tnwking  device,  but  Jimmy  ivfnses  to 
kc(^)  it  on.  LK,  wanted  to  know  hoir 
other  pamits  of '"tiin nets'" deal  with 
this  pmhiem. 

I can’t  direc'tly  address  the  issue  of 
ninning,  but  sincv  my  five-yemHild  son 
, is  also  nonverbal,  I share  your  con- 
c-enis  aliout  identification  during  mi 
eiix'rgency.  In  the  wake  of  the 
Oklalionia  City  Iximbing,  I begmi 
secU'ching  for  a way  of  censuring  that  a 
rc'sc-uer  w'ould  be  al)le  to  give  an 
appropriate  re.spoase.  My  solution  was 
Medic  Alert. 

llie  Medic  Alc'il  Foundation  (FO. 
Box  1(X)9,  232)1  C'olorado,  T\uioc*k,  C’A 
9r>:J81 ; 800/)144^1266)  Is  a nonprofit 
; orgmiization  that  distributes  personal- 
ized ID  bracelets  nuu*ked  with  a nied- 
; ical  emblem  and  cmiying  a .short 
! l)hrase  mid  a toll-free  number.  My 
: son's  brac*elet  siiys  “multiple  disabili- 
; ties.”  Other  passibilities  miglit  he  “non- 
wrixil,”  “autistic,”  “communication 
cilsordc'r”  or  any  tenii  you  prefer.  'Ilie 
type  Is  small  mxi  not  easily  read  by 
c-asiuil  bystmideis. 

■ llie  toll-free  nimilx'r  connects  res- 
c*uc'is  to  the  foundation’s  24-hour  data- 
base, wliich  contaias  infoniiation  you 
have  provided.  My  son’s  iiifomiation  in 
that  database'  irxi tide's  liis 
nmiie,  address,  birth  date, 

' sexial  security  numlx'r 
' mid  blocxi  ty^x';  my  nmiie 
I mid  my  home  mid  office 
; t)hone  numbc'i's;  mid  the 
‘ njuiie  and  m tnibc'r  of  a 
fmiiily  fric'iid.  It  also  ( oiv 
i tains  the'  priority  nu'ssiige 
I that  he  1k'  trmisported  to 
; his  “honx'”  hospital. 
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where  he  Is  well-known  mid  whc'ro  ! 
hc'alth  c-arc'  workers  c-mi  ac-cess  his 
roc-ords  for  a complc'te  picture  of  his 
exteasive  medical  and  developmc'ntal  i 
liistory.  This  smiie  information  is  print- 
c?d  on  a wallet  c-ard,  wliic-h  I omiy.  (My 
.son  mid  I are  not  of  the  .smiie  race,  so 
it’s  likely  that  in  mi  ac-c-ident  invohing  ; 
multiple  victims,  rescuers  would  not 
immediately  ivalize  we  are  relatc'd.) 

'file  Medic  Alert  cost  is  minimal, 
mid  qualifies  as  an  IRS-defined  medical 
expease.  Information  in  the  database 
can  be  updated  at  miy  time. 

I’ve  learned  not  to  as('  the  word 
“impossible,”  but  the  clasp  on  the  II) 
bracelet  Is  tricky  enougli  to  nv.ikc'  it 
extremely  difficult  to  romo^'e,  especial- 
ly with  one  hand.  : 

P.W.,  Illinois  j 

1 

! 

■ My  son  also  will  “inn”  if  givx'n  half  a 
cliiince.  To  deal  with  tlx'  situation,  w'e  i 
had  mi  alarm  .system  iastalled.  llie 
coiiipmiy  w^as  jible  to  progiain  it  to 
beep  miy  time  miy  door  or  window  is  ; 
opened.  Tills  “b('oii”  is  not  the  full-  i 
siicn  alert  that  would  sound  in  the  I 
case  of  a break-in  ot'curring  when  the  ; 
system  Is  “iiniied.”  And,  unlike  the  > 
case  of  a full-siron,  break-in  al('i1,  the  • 
monitoring  c-ompmiy  Is  not  notified  I 
wiien  a “bt'ep”  occ-uis.  I’ll  admit  that  i 
this  beep  cmi  be  annoying  at  first — j 
especitilly  wiien  it  repeate<lly  sounds 
as  one  is  biinguig  in  the  groceries.  But 
we’ve  gotten  ased  to  the  sound,  mid  it 
has  iileiled  us  to  om*  escapi'e  on  many 
oc'casious. 

A Medic  Alert  ID  bmcelet  w'as  the 
other  w’ortliwhile  in\'e.stnient  we  have  | 

made,  llie  bracelet  lists  his  diagno.sis,  ! 
nmne,  phone  numlx'r  and  the  fact  he  ! 

has  limited  ability  to  comprehend 
speech.  ’ 

K.G.,  Arizona 


\ Tell  us  about... 

I! 

...  memorable 
1 family  vacations. 

1 The  last  vacation  stories  we  published  (April  199M 
j were  such  a big  hit,  we  want  to  do  it  again.  Slvure 
: your  stories  and  photos  with  other  readers! 

I 

Write  to:  Readers  Talk,  Excrrnos.n.  209  Ha rranl 

St.,  Sidte  20J  Hmokloir,  MA  021^6,  (fU7)  7JO^S7Ji2  (fa,r). 
A sampling  of  reader  tvspnnsrs  to  this  (p(r,stion  vdll 
I appear  in  a fn fare  i,s,suc. 
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He’s  never  gone  on  a 
sleepover  before 
because  he  wets  the  bed. 

(But  tonight,  with  GoodNites®  that  will  change.) 


For  years,  he  not  only  had  to  stay  home 
while  his  friends  enjoyed  sleepovers,  he 
could  never  tell  anyone  the  real  reason. 

But  all  that  Is  about  to  change.  Because 
tonight  he  has  Pull-Ups  GoodNites 
disposable  absorbent  underpants,  the  first 
ever  for  larger  children.  GoodNites  come  In 
two  sizes  designed  to  fit  kids  4,S  to  8.5+ 
pounds.  They’re  plain  white,  like  regular 
underpants,  and  thin  enough  to  disappear 
under  pajamas.  That  way  no  one  knows 
they’re  on. 

Yet  GoodNites  are  so  absorbent  — even 
more  absorbent  than  before  — they'll  take 
care  of  any  nighttime  accident.  So  your 


child  will  wake  up  to  clean,  dry  sheets; 
which  means  your  child  can  enjoy  sleep- 
overs and  vacations  without  worry. 

It  is  estimated  that  some  3 million  chil- 
dren—10  percent  of  all  children  ages  5 to  10- 
wet  the  bed  more  than  once  a week.  The 
causes  vary,  so  it’s  imp 
your  pediatrician.  You 
could  be  in  for  some 
good  news.  But  one 
thing  is  absolutely 
certain.  Your  child  wilt 
outgrow  bed-wetting. 

In  the  meantime. 


u.se  GoodNites. 


GoodNites  mean  Good  Mornings 


ir 
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You  can’t  keep  a 
good  kid  down! 
Ailison  Twomey;  9, 
climbs  the  slide  at  a 
local  park  while  her 
dad,  Patrick,  spots 
her.  Allison,  who 
lives  In  Dixon, 

Illinois,  with  her 
parents  and  little 
sister  Hannah,  has 
congenital 
hypomyelinative 
encephaloneuopathy, 
a cyclical  vomiting 
illness  and  Moebius 
syndrome.  “Allison’s 
legs  and  feet  are  still 
W6dk,  and  she  spends 
most  of  her  time  in  a 
wheelchair,”  says 
her  mom,  Cathy,  “but  she  is  constantly  getting  out  of  her 
chair  and  getting  into  things  she  never  could  before!” 


Krystal  Miller,  4,  of  Alexander,  Arkansas,  uses  her 
head  to  push  a big,  red  switch  that  turns  on  her  tape 
player.  Krystal,  who  has  spastic  quadriplegic  cerebral 
palsy,  loves  to  tease  her  speech  therapist  by  waiting 
until  the  therapist  leaves  the  room  to  activate  the  tape 
player.  “Krystal  has  surprised  a lot  of  people  by  doing 
things  they  thought  she  never  would,”  Her  mother, 
Maggie,  writes,  “but  i always  had  faith  in  her.” 


Would  you  like  to  share  a favorite  candid  snapshot  or  slide  of  your 
child  and/or  family  with  other  readers  of  ExcrmiONAL  Parf-nt?  Send  it  to: 
Readers'  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146.  (Sorry,  photos  cannot  be  returned.)  On  a separate 
sheet  of  paper,  write  your  child's  full  name,  age  at  the  time  photo  ivas 
taken,  address  and  daytime  phone  number,  and  identify  everyone  in  the 
photo.  If  you  like,  you  can  also  write  a few  sentences  about  your  child. 
Then  look  for  a familiar  face  in  an  upcoming  issue! 


Two-year-old  Brendon  Kelley  loves  to  “help”  with  the 
laundry.  Brendon,  who  has  Down  syndrome,  lives  in 
Cincinnati,  Ohio  with  his  mom,  Valerie,  dad  Patrick, 
and  big  sister,  Elizabeth.  “Five  surgeries  and  eight 
hospital  stays  have  not  dampened  his  spirit  or 
reduced  his  curiosity,”  writes  his  mom. 


The  sky’s  the  limit  for 
aspiring  pilot  Shaun 
Kelley,  a four-year-old 
from  Kearny,  New 
Jersey.  Here  Shaun  tries 
his  hand  at  the  controls 
of  the  STAT  Flight 
Medivac  Helicopter  in 
Valhalla,  New  York. 
During  a recent  stay  at 
the  Westchester  County 
Medical  Center,  Shaun, 
who  has  hydrocephalus, 
was  treated  to  “flying 
lessons”  from  the 
Medivac  flight  crew. 


Heeeere’s  Nicky! 
Nicholas  Cugini,  4, 
wows  the  audience 
every  night  in  his 
living  room  in 
Houston,  Texas. 
Nicky,  who  has 
cerebral  palsy,  lives 
with  his  parents, 
Rob  and  Eve.  He 
attends  an 
inclusive  pre-school 
and  loves  coloring, 
Power  Rangers 
and  books. 
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ProiKii  by  inxr  20  years  vf  use  iu  the  uiobility 
mai^tpiacc,  you  cart  count  ou  the  (juolity  and 
deveniuibilitv  of  the  original  Braun 
Uft-A-Way  lift- 


Ihe  fully  automtic  rear  post  Swing-A-Waf 
lift  provides  the  widest  clear  path  access  iu  the 
industry  for  passengers  and  cargo. 


The  HW  Ufi-A-Way  DfC  is  the  latest  in  the 
Braun  Hue  of  wheelchair  lifts.  The  ARS 
engages  before  there  is  any  ivrtical  platform 
movement. 


The  Braun  Clmir  Topper*  car  top  wheelciuiir 
carrier  is  available  iu  the  driver's  side 
coufiguKliou  oftheoptionnl  pa.ssatger  side 
design. 


Braun  has  recently 
released  a helpful  booklet 
entitled  "Guidelines"'.  If 
you  are  seeking  an 
adapted  vehicle,  this  is 
an  excellent  resource  for 
equipment  selection 
and  funding  sources. 
All  sources  for  motor 
vehicle  rebates  are 
also  listed  in  this 
' comprehensive 
Ixwldet. 
"Guidelines"  is  available  at  no 
charge  by  calling  Braun  toll  free  at 
1-800-THEUFT. 


ERJC 


Entervan™ 


The  reliabilih/  and  performance  of  the  neiv  electromechanical  kneeling  system  sets  the  Braun  Entervan" 
apart  from  other  loiu  floor  conversions.  The  Braun  Corporation  has  a large  selection  of  Eiitervans  in  stock, 
converted  and  ready  for  delivery. 

Rounding  out  Brauns  complete  mob- 
ility package,  the  neiv  rear-entry 
Windstar  Entervan'  is  the  economical 
choice  for  the  couple  or  small  family. 


International  Leader  in 
Personal  Mobility  Products 


The  Braun  Corporation  has  established 
their  products  as  the  benchmark  for 
lnten:ational  Personal  Mobility.  Now,  with 
the  introduction  of  the  exclusive  electro- 
mechanical kneeling  system,  the  Braun 
Entervan"' offers  a new'  level  of  reliable 
mobility. 

The  electromechanical  non-air  kneeling 
system  automatically  lowers  the  rear  of  the 
vdiicle  while  the  door  is  opening.  This 
design  utilizes  Chrysler  coil  springs  instead 
of  airbags,  and  automatically  returns  to 
normal  driving  height  when  the  door  closes 
or  w'hen  the  vehicle  is  taken  out  of  park. 
Even  in  the  event  of  electrical  failure,  the 
mechanical  override  will  return  the  vehicle 
from  the  kneeled  position. 

Braun  has  a large  selection  of  Entervans ' in 
stock,  converted  and  ready  for  delivery. 
Call  1-800-THE  LIFT  for  more  infomiation 
and  the  All-Star  Distributor  nearest  you. 


No  matter  what  your  needs^  Braun  has  a 
mobility  system  designed  for  you.  The  ori- 
ginal Lift-A-Wav’  platform  lift  is  a reliable 
performer  proven  with  over  two  decades  of 
use.  For  greater  ambulatory  and  cargo  access, 
we  offer  the  Swing-A-Wa/'.  The  Lift-A-Way 
D/C"  rounds  out  Braun's  lift  selecti.on.  And, 
for  the  person  who  transfers,  the  Braun  Chair 
Topper'  conveniently  stores  a conventional 
folding  wheelchair  out  of  your  way. 

The  Braun  Corporation.  Mobility  at  its  best. 
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Somebody 


by  Dave  Jones 

I put  my  son  to  bed  toniglu,  Uie  same  as  1 have 
ea(‘li  night  for  most  of  his  10  yeais.  Toniglu,  Jeff 
had  an  eai*  infection,  wliich  made  the  job  more 
delicate.  I gt'ntly  lifted  him  from  liis  c*hair  and  laid 
him  on  the  bed.  llien  I looked  at  him  in  a way  I 
suspect  other  parents  oc-casionally  look  at  theii’ 
kids— really  seeing  them  for  what  they  are,  not 
the  image  or  the  dremn: 

As  I lay  Jeff  face  down  on  hLs  bi\l  I watch  my 
hcUKls  carefully  straighten  lus  feet  and  legs  I look  at 
his  hips,  pulled  up  and  to  die  nglit;  liis  masc-les  take 
long  moments  to  ivlax  from  sitting  wiUi  a bar  tiglit 
across  liis  lap  for  llie  last  few  hours.  As  his  hij)s  set- 
tle to  llie  suifac-e  of  the  btHJ,  I sOaigliteii  his  biu-k  and  move 
liis  shouldeis  to  flatten  his  chest  and  free  his  anus. 

I wait  for  Jeff  to  lift  and  tuni  his  head  to  Uie  left,  so  he 
can  look  at  his  tape  deck,  a nijyor  part  of  his  bedtime 
routine.  Later,  he’ll  turn  to  die  right,  wntch  his  niglit  liglit, 
then  sleep.  On  good  nights,  Jeff  needs  only  one  tape  before 
he  relaxes  into  sleep.  Toniglit,  bec-ause  of  the  eai*  infection, 
it  may  take  several.  The  tubes  in  his  eai’drums  seem  to  be 
part  (>f  the  stuff  kids  like  Jeff  need.  Fluids  build  up  in  his 
iiuier  i because  he  can’t  move  liis  head  around  much. 

Before  I kiss  my  oldest  (.hild  good  niglit,  1 straigliten  his 
fingeis  iuid  wiists  and  lay  his  hands  out  flat  on  die  sheet. 
JetT  seems  to  like  that  and  smiles  at  me.  He’s  got  a great 
smile — one  that  hooks  therapists  and  ordinary  folks  on  the 
street  alike. 

I pat  his  head  and  turn  out  the  lights,  checking  the 
rooiii  quickly  to  see  if  I’ve  missed  anything  that  needs 
doing  before  tomorrow'.  I catch  a glimpse  of  Jeffs  night 
brace,  neglected  tonight  because  I refuse  to  subject  him 
to  two  tyi^es  of  discomfort  during  the  same  evening. 
Besides,  he  mnuls  a good  night’s  sleep  to  help  him 
recover  from  the  eai’  infection. 

Jeff,  8,  celebrated  Christmas  1993  with  his  four-year-oid  sisters, 
Taylor  (right)  and  Megan  (center). 


Dave  and  Jeff  test  a new  HO-scale  model  locomotive,  a Pacific  Steam  462. 
Jeff  operates  the  train’s  tranfonmer  by  using  a head  switch  connected  to  a 
control  unit. 


Outside  Jeffs  room,  I plug  in  the  spiu*e  battery  pack  that 
hangs  on  die  back  of  his  wheelchair.  It’s  not  for  his  (Jiair— 
wv’re  still  tiying  to  find  controls  he  can  use  to  drive  a 
pc^wer  chair — but  for  his  laptop  computer  and  voice  syn- 
the.sizer.  Many  evenings,  after  plugging  in  die  spare  batteries, 

I enter  tlu'  kitchen  to  find  my  wife  progiaiiuiiing  Jeff’s 
vlevices.  She  spends  a lot  of  time  making  sure  Jeff  lias  e\eiy- 
diing  he  nmls  to  fiuiclion,  bodi  in  and  out  of  sdiool.  She 
ciLso  maki's  siu  e his  devices  include  plenty  of  “fiui  stufl'” — tlie 
materia  ■ my  son,  tlie  (‘omechan,  needs  to  “perfonii." 

I hope  Jeff  stays  thy  tonight.  He  really  likes  to  tlemon- 
stiate  some  control  of  his  W'oiid,  a w'oiid  in  which  he  has 
dominion  over  so  little.  Widi  a good  stall,  he  can  time  him- 
self pretty  well  during  the  day  at  school;  nighttime  is  more 
difficult.  His  toilet  training  has  had  its  ups  mid  downs,  like 
so  many  other  things  in  his  life.  We’ve  leanit'd  to  roll  with 
the  piuiches...  sometimes.  Otlier  limes,  we  punch  back. 
Sometimes,  it  feels  like  we’re  taking  swings  in  the  dai’k. 

Tonight  is  one  of  those  rai*e  occasions  when  Jeffs  sLsteis 
tire  in  bed  before  him.  Hie  birt  h of  twins  when  Jeff  wiis 
foiu'  wus  another  ac^justment  in  our  liws.  Now'  sk,  the  girls 
have  timidly  stailtnl  asking  “Jeff  questions.”  We  stmggle  to 
agree  on  w hat  to  say  and  tiy  to  make  sense  of  it  for  them. 
W('’ve  cilw'ays  tried  to  he  honest  about  Jeff’s  birth  ii\juries 
and  wiiat  tluy  niemi.  In  niiuiy  ways,  Megan  and  Taylor  aie 
lyiiical  kid  sisters  wiio  look  up  to  mid  love  theii*  big  broth- 
er. In  school,  they  draw  piciiaes  of  theii*  fmnily  in  six-yem*- 
old,  slick-figure  fiishion.  In  each  pictiu*e,  i1k»  whecis  on 
Jeffs  chidr  me  huge  mui  Jeff  is  tall  in  the  seat.  There  me  a 
lot  of  smiles  in  their  pictures.  1 like  that. 

1 head  d()wnslaii*s.  Mayhe  I’ll  wril(»  a hit,  maybe  watch 
some  TV.  After  a w hile,  I’ll  go  to  bed.  Tomoirow  morning. 
I’ll  h(‘  ready  for  th*'  ck'miing  up,  toileting,  stretching  mui 
dressing  that  will  lu'giii  miother  day  with  my  son. 

“Wouldn’t  it  be  nice,"  I think,  “if— just  fora  few 
monu'iits,  maybe  a few*  days — my  kid  i-ould  he  just  ‘sonu'- 
b(Hly’  or  ‘sonuJxuly’s  kid,'  instead  of ‘the  kid  in  the  cJuur?'” 

• >utnn,rti  utt  /nuir  Jit 
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Something 
Is 

ming  Out 
Braun... 


rf^ 


W”?v: 
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Braun  has  recently 
released  a helpful 
booklet  entitled 
"Guidelines'Mfyou 
are  seeking  an 
adapted  vehicle, 
this  is  an  excellent 
resource  for 
equipment 
selection  and 
funding  sources. 
All  sotuces  for 
motor  vehicle 
rebates  are  also  listed  in  this 
compreltensive  booklet,  "Guidelines"  is 
available  at  no  charge  by  callii^  Braun 
toll  freeatl-800-THE  LIFT. 


BEST  COPY  AVAIUBLE 


The  Perfect  Companion 
The  Bmun  Companion  Seaf 


If  you  have  difficulty  entering  and  exiting 
your  vehicle,  tiie  new  Companion  Seat®  is 
your  key  to  greater  mobility.  Its  automatic 
operation  and  rugged  construction  enable 
semi-ambulatory  persons  to  reliably  and 
conveniently  board  Dodge  Caravan  or 
Plymouffi  Voyager  minivans. 

Tlie  seat  extends  20*’  and  tilts  forward  a full  6" 
to  make  boarding  safe  and  easy.  Once  on  the 
seat,  you  are  smoothly  raised  into  the  vehicle 
by  pressing  the  conveniently  mounted  switch. 

All  you  have  left  to  do  is  manually  rotate  into 
the  forward  facing  position,  to  exit,  the 
procedure  is  simply  reversed. 

The  Companion  Seat®  utilizes  your  van’s 
original  seat,  but  replaces  the  existing  seat  base 
with  a unique  power  base.  When  not  needed, 
it  functions  exidly  as  the  passenger  seat.  This 
feature  makes  it  perfect  for  active  families  with 
only  one  member  who  needs  assistance.  And, 
as  always,  Braun  thoroughly  tested  the 
Companion  Seat*  to  nveet  all  applicable  federal 
motor  vehicle  safety  standards. 

fMfMd  NJUSA  OfMWMt.  FI  USA  ^jntff'g«ort  CA  UiA 

rhf  graui,  Ccrwnihii  is  Uu  inlr Mr  in  im-tilily  ynducts.  With  fair  dmsims  W n uwMwidf  disIribulor  iKinvrJ:,  wc 
m imiliunal  lo  imoiJe  the  nnJ  services  yon  nerd.  Oiir  coiiiinilmcnl  to  your  ailisfoction  is  also  supported  tyourlhree- 

YeoVy^ir^fitfUmiled  {.Shrmnty.  Simply  cull  immiF.  LIFT  for  the  Brawl  denier  uenrest  you. 

©19fSikiunCorpef«<ten.l«c.  B-90-214 

Ctrclt#11^3S 


If  you  need  financial  assistance,  Chrysler  offers 
cash  rebates  towards  the  purchase  of  adaptive 
equipment  through  the  Chrysler  Corporation 
Automobility  Program.  Ask  your  loc^  Braun 
distributor  alx>ut  other  sources  of  assistance. 

For  more  information  on  the  Companion  Seat® 
or  other  Braun  mobility  products,  call  us  today 
atl-800-THELIFT.  We  will  give  you  tire  name 
and  location  of  distributors  in  your  area. 

Now  more  than  ever,  mobility  is  one  of  the 
most  important  things  in  your  life.  Let  Braun 
and  the  Companion  Seat®  be  the  answer  to 
your  needs. 

Patents  Pending 

mmimm  coi^oMTion. 

“Providing  Access  to  the  World" 

haniiifcpnjf  Cotoomte  Hdorv  f.O.  ton  310  Wlryih^c.  IN  44796  ' 


r.  hlf 

TKjim 

Betsy  will 
outgrow  her 

toy  before 
she  outgrows 
this  seat 


suft.Hr 

Gillette  Sitting  Support  Orthosis 
A Seating  System  That  Can  Grow! 


Gillette 

Children's  Hospital 

Gillette  Technology  Center 

550  Count)'  Road  D.  Suite  12 
New  Briglilon.  MN  55112 
1{8(K))57K-I2(i(i  Voiee/TDI) 
FAX{fil2)fi2H-MH.l 
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In  November  1994,  Jeff  and  his  friends  marked  his  tenth  birthday 
with  a bowling  bash. 


I (I  //V»//y  fnifjr 

1 wolildn’l  luive  to  wony  about  the  fast-approaching  time 
wiien  lie’s  going  to  ask  about  liimself.  He’s  going  to  ask  me, 
and  I will  answer  him  tnitlifully.  My  answeis  will  be  the 
only  ones  I c*an  give,  and  Jeff  will  draw  his  own  conclu- 
sions. He  always  has.  EP 

Darr  Joiips  lircs  in  i\'orthbwok^  ilUnois  trith  S facet/,  his 
wife  oj  12  ijeais.  'riietj  hare  fluve  rhildtxai — ftt'in  daugh- 
ters, Megatt  and  Taylor,  6,  and  son,  Jejf  11.  Dare  is  a 
physical  cdnration,  dance  and  drama  teacher  at  Pleasant 
Ridge  School  in  Glenriew,  lllinoi.s.  lie  rolnnteersfor  the 
Anieriran  Hea  / V Associa  tion  of  Met  / opol i ta  ti  Ch  i<  ago, 
last  year  eoonli noting  the  Pleasant  Ridge  SchooTs  partici- 
pation in  the  damp  Rope  for  Heati  pmgram,  which 
rai.sed  almost  S20,(XX).  lie  also  ])lays  ba.ss  clarinet  in  the 
Northshon*  Concert  Band,  nitich  has  perfonned  thnnigh- 
ont  the  [I.S.,  Canada  and  Enwpe. 

In  his  span^  time.  Dare  enjoys  basketball,  meg  net  ball 
and  working  on  a model  IlO-scale  railmad.  His  rail  sys- 
tem rnrnmtiy  includes  three  hxtins;  Darr  is  note  irotking 
on  the  creation  oJ  three  separate  power  systems  to  allow 
deff  to  operate  indiridnal  tndns  with  pre.ss  switch e.s. 


! Fathers*  Voices  is  a wgidarfeatmv  of  Exceiwiosal  PMiK.\T 
, magazine.  This  column,  coonii noted,  by  James  May, 

; Pnyeci  Dinctor  of  the  National  Fathei'^s  Netiroik,  foc-uscs 
: on  fathos'  ew/x^ri ences  mning  ch iidren  wi th  special  needs. 
Your  contributions  to  this  column  an?  encoumged. 

For  more  itfonnation  about  the  National  Fathers' 

; Network  (NFN)  or  to  ivcei re  their  newsletUw,  write  or  call: 

. National  Fathei 's  ’ Net  wo  tk,  The  Ki  n den  ng  Centm\  1 6 120  ' 

^ N.E.  Eighth  Street,  Belleme  WA  <)8(X)8,  (206)  74?-4(X)4  or  ] 
i (206)  284-9664  (fa.v).  Funded  by  a Maternal  and  Child 
; Health  Bureau  gnint,  the  NFN  pwvides  netwoiking 
opfHWtunitiesJbrfathns;  develops  sapiHWt  and  mentoring 
j pwgnims;  and  ewates  nnriculum  pwmotingfathos  as 
significant,  muiunng  people  in  their  childnnfs  and J'am- 
ilie.s'  lives. 
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Gus!  Multimedia  Speech  System 

» selling  AAC 

vSs  ' for  Windows  product inl^ewond 


selling  AAC 
product  in  me  wondj 


Converts  any  Windows  compatible  computer  into  an 
UNBEATABLE  dynamic  display  communication  device. 
Simplicity  and  sophistication  at  a great  price.  Compare! 




1 1 P>* 


Actions  i ll^iihriNun  I Comp^ 

'-I  ' I ^ 


iJ-E 


I I 

TypoonylWnBondSPtAKm 

- word  ond  phrof*  pr*dWton 

- obbfOvkiHd  «xpor«k)n 

wfl  .iconning 

^ V 


DwT  1 Food  1 Gon^  I l|. 


i> 
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Multimedia  Speech  System 


2-72  buttons  per  page 
Unlimited  layers! 

1 and  2 Switch  scanning 
Digitized  or -synthetic  speech 
Buitt-ln  phone  dialer 


Also  induded... 

Gus!  Abbrevia1k>ns 

Add  *AE  ” to_gny  program 

Gus!  Home  Control 

Environmental  control  (XIO) 

Gus!  Symbol  Selector 

Locate,  view  & resize  pictures 

Gus!  Mouse  (shown) 


superb  1ext-to-speech  tool 
Includes  speecK  syhthesizeii 
' (EngiFren.Ger  or  Spanish-lAl; 
land -2  Switch’ scanning 
Learns  new  words  automatically! 


2 B’jili-m  Swiichc>> 

(I  cl’«  *V  Kjtlu  iiuiiivi;  buuoiisf 

Gus!  Mouse 
induded  FREE) 

i'liniKCt  i‘> 

Scri.ll  I’on 


■\nac!i  I or  2 
S\».i\chcs 


$795 

Complete! 


Gus  Communications  Inc..  P.O.  Box  4362.  Blaine,  WA  98231-4362 
Phone:(604)279-0110  Fax:(604)  279-8474 
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If  Prescription  Drugs 
Are  a Part  of  Your  life... 

,Jhe  Cost  Doesn’t  Have  to  Be! 


Since  1988.  Preferred  Rx  has  helped  thousands  of  tamilies  drastically 
reduce  the  annual  cost  of  prescription  drugs  and  diabetic  supplies. 

It'i  as  simple  as  1-2-3! 

1 . Preferred  Rx  will  ship  your  order  without  advance  payment. 

NO  CASH  OUTLAY! 

2 Preferred  Rx  will  file  the  claim  with  your  major  medical  carrier. 

' NO  MORE  FRUSTRATING  PAPERWORK! 

3 In  most  cases  wc  accept  the  insurance  assignmen'' 

' MORE  MONEY  IN  YOUR  POCKET! 

Preferred  Rx 

34208  Aurora  Road  • Suite  1 32  • Solon.  Ohio  44 1 39 

OlTrr  \onl  whi  tv  h\ 

CompuSem:  73624JI52  Prodigy:  KMHN69A 

Ask  about  our  FREE  prescription  card  honored 
at  over  40,000  local  pharmacies  nationwide! 
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Finally...Headgear  designed 
just  for  little  kids... 

...And  now  for  Grown-ups  too!) 

And  the  healthcare  professional’s  answer  to  safety. 

rotectaCap®  is  Plum  Enterprises’  exclusive,  patented 
custom-fitting  protective  headgear  designed  with  the 
safety,  comfort  and  self-esteem  of  children  in  mind.  Made 
with  proven  Ensolite*  foam  for  superior  impact-absorbency 
ProtectaCap  provides  maximum  head  coverage--  with  the 
comfort  and  safety  of  /ess  thsn  3 ounces  of  weight! 
Meticulously  hand-stitched  in  a variety’of  wonderful  fabrics. 
ProtectaCap  features  our  exclusive  soft  cottonknit  Velcroed » 
chin  strap.  And  ProtectaCapss  are  machine-washable  and 
dryablel  Now  avaiiabie  in  5 sizes, 
rATTd^A-||;^i  ..^^Newborn  thru  Adult,  ProtectaCap  is 

for  post-surgery,  therapeutic 
activities,  neonatal  and  geriatric  care. 

“ProtectaCap  Fits  Better  And  Works 
Better  Than  Custom-Made  Helmets 


Order  Now 
1-800-321 -PLUM 


Medicaid  Approved 


Worldwide  Patents  Pending 


L SdSSO’Lundin,  O.T. 
Shnners  Hospital,  Portland,  OR 

Manutaclu.ed  Exclujively  By 

plum 

enterprises,  me 

9 Clyston  Circle 
PO  Box  283 
Worcester,  PA  19490 
Phone  |610)  584-5003 
Fax  (610)  584-4151 
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When  you  can’t  be 
there,  NeuroP^e  can. 


Introducing 

a complete  assistive 
memory  and  cueing  system  for  persons 
with  memory  or  scheduling  difficulties. 

NeuroPage  helps  with 

•Independence  - Children  and  young  adults  are  able  to  broaden 
their  involvement  in  mainstream  activities. 

•Stress  Reduction  - Parents  are  freed  up  from  having  to 
remember  everything  in  an  already  stressful  environment, 
NeuroPage  is  programmable  for  any  message  content,  time  and 
date  in  the  future.  For  more  information  call: 

800-723-4443  NEURGPAGE  ® 

or  Fax  212-579-0809.  The  Hcmiiifio'  i htu  Never  Torgvh 
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The  First 
Sieepover 

by  Jennifer  lltrud 

Maybe  I’m  old-fashioned,  but  I 

always  thought  I’d  have  a rule  that 
neither  of  my  daughter  would 
have  a sieepover  until  she  w as  eight  years 
old.  That  seemed  a reasonable  age.  An 
eight-year-old  probably  wouldn’t  get  home- 
sick, nor  would  she  be  likely  to  become 
overly  rowdy  when  it  was  time  to  settle 
dow’n  for  the  night. 

That  rule  went  right  out  the  window 
when  my  second  daughter,  Laura,  w'as  bom 
with  a cloacal  anomaly,  a birth  defect 
involving  the  digestive,  urinary  and  repro- 
ductive systems.  At  the  age  of  two,  my 
older  daughter,  Emily  quickly  learned  all 
about  “sleeping  over”  at  her  best  friend’s 
home.  She  participated  in  many  hastily 
arranged  overnight  visits  to  accommo- 
date Laura’s  frequent  emergency  trips 
to  the  hospital. 

By  eiglit,  Emily  was  a veteran  of 
sleepovers  at  the  homes  of  several 
fiicmds;  she’d  even  reciprocated  a few 
times.  1 w'as  ready  to  concede  that 
my  “eight-year-old  mle”  had  been  too 
stringent,  but  how  would  I deal  with 
biura,  now  six  and  clamoiing  for  a 
sieepover  of  her  own? 

I confc'ss  that  I iiic'd  to  sidc'step  the 
issue  by  using  that  old  standby 
answ(T — **w'e*ll  see.’’  1 wasn't  really  sur- 
prised when  this  didn’t  work;  children 
who  have  been  througli  multiple  medical 
problems  and  surge ri(\s  seem  to  end  up 
witli  a pailicularly  strong  streak  of  p(‘r- 


"Let^  go,  Momr 
Overnight  bag  and  favorite  ddl  in  tow,  six- 
year-old  Laura  Trtnjd,  couldn’t  wait  to  leave 
for  her  first  sieepover  at  the  home  of  her 
friend,  Melissa 


sistenee  and  feistiness.  In  no  tinu'  at  all,  Uiura  had  three 

•fnuiifcv  lifritd  /ires  in  F((h'fiHu‘,  ( 'oimvrtirnt  with  hew 
tutsheniei.  Hlake\  emei  eleueefhfews.  Ftni/fj  and  Leunv. 

Jennifer  is  the'  e^eiitew  e)f  rxmw.ws,  ee  ivsnurev  pteblireUioH 
ofPenvNts  AeHiihehh  To  Ue'lf)  (PATff),  a .s//ppo/7  He'twork  of 
hfftrnts  efinvmeetiuv  bethie's  ew  chitehrn  with  mectiral 
fH'ed)l(‘nfs  iw (\nhieTt ieut  onel  sarnoineliHef  state’s. 

Lenerei,  now  ?,  isei  seronel-ejreiele’r  at  Stmtfieiel  School  in 
Fairfw/el,  Over  the  past  penic  she's  heat  sci'e’ral  slevfforrrs 
euiel  rcevatip  spe'at  the  aiefht  ia  ei  bewkijavd  teat  with  her 
thief  and  sister.  Mom  eheise  aeit  tojetia  the  iv.st  of  the' fa  mil  p 
for  theit  partiealar  eafreatare. 


friends  wdio  were  begging  their  moth- 
el's  to  have  her  sleep  over  mid,  amaz- 
higly  three  niothei's  w'ho  were  say- 
ing, “Sure,  no  problem.” 

No  pivblem  ^ Excuse  me,  but  aie 
you  thinking  of  tiie  right  child?  Tliis 
is  ..^ura  Titmd.  She  spends  her 
nights  hooked  up  to  a feeding 
pump  and  a bedside  two-litor  urine 
drainage  bag  attac'hed  to  her 
urostomy  pouc’h.  And  don’t  forget 
the  nebulizer  treatments.  Then 
there’s  that  little  problem  with 
bowel  incontinenc'e  and  diar- 
rhea. Do  you  really  ei\joy  start- 
ing the  day  with  a few  loads  of 
laundry? 

Much  to  my  suipiise,  these 
mothers  still  answered,  “No 
problem.”  Wo  began  to  make 
plans,  but  over  the  winter  one 
virus  after  another  hit  either 
Laura  or  one  of  her  friends.  We 
decided  to  wait  imtil  spring  or 
summer. 

Early  in  the  spring,  I had  a 
thought:  I wondered  if  Laura  could 
be  off  the  feeding  pump  for  one 
night.  At  the  time,  Laura  was  taking 
in  about  one-third  of  her  calories 
orally,  and  drinking  water  when 
thirsty.  But  if  she  could  be  off  the 
feeding  pump  for  a night,  perhaps  her 
urine  output  could  be  contained  in  the 
urostomy  pouch.  A sieepover  would 
be  a whole  lot  easier  to  manage  with- 
out a feeding  pump  and  bedside  urine 
drainage  bag. 

One  night  I got  up  my  courage  and 
gave  it  a try.  I’ll  admit  I was  alunned 
when  I saw  how  dark  and  scant  her 
urine  was  the  next  morning — I hav('  vivid 
memories  of  Laura  as  a very  sick  and 
dehydrated  baby.  But  after  emptying  her  pouch,  Laura  went 
straight  to  the  sink  and  drank  a big  glass  of  water.  Then  she 
proceeded  to  nimmage  around  in  the  refrigerator  and  eat 
up  u storm.  (Ihis  from  the  child  whose  fust  spoken  sen- 
tence was,  “1  don’t  eat!”)  The  experiment  was  such  a suc- 
cc‘ss  that,  after  consulting  with  Litura’s  doctors,  we  decided 
to  try  one  night  a week  off  the  pump. 

During  the  spring  we  tilso  ex[)erinuMited  with  din'erenl 
('neina  programs.  TIu'  idea  of  a sieepover  bc‘came  a real 
motivator  for  Ixiura  bec-aust'  she  rc*aliz(Hl  ('iiemas  would 
help  prevent  a(*(*idents  during  tlu‘  night. 

In  July,  the  big  night  finally  cani(\  All  day  long,  l^mra 
ki'pt  .Sieving,  “1  can’t  Iniieve  I’m  having  a sI(‘(‘[)over!”  It  was  a 
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Laura  (left)  and  friend  Melissa  Flynn  (right)  enjoyed  playing  in 
Melissa’s  backyard. 


triumph  for  her  to  feel  sucii  crnurol  aiui  nonualcy  in  her 
life.  And  I’ll  admit  it — the  sleepover  was  probably  a much- 
needed  break  from  an  overi)rotective  mother  I did  stop  by 
twice  that  evening  to  cheek  on  her,  and  I phoned  at  eight 
the  next  morning,  but  otherwise,  I restrained  myself 
admirably. 

All  day  long,  Laura  kept  saying, 
“I  can’t  believe  I’m  having 
A sleepover!”  It  was  a tr?umph 

FOR  HER  TO  FEEL  SUCH  CONTROL 
AND  NORMALCY  IN  HER  LIFE. 


I Still  break  out  in  a cold  sweat  when  I see  my  older 
daughter  leave  for  a Brownie  sleepover  or  watch  my  friend’s 
sixth-grader  go  on  a four-day  field  trip  to  upstate  New  York. 
How  will  Laura  ercr  uum  7c  those  (hhtgs?  Then  I focus  on 
the  present  again,  and  realize  we  have  succeeded  in  making 
Lauras  life  as  normal  as  |)ossible.  I’ll  continue  to  pursue 
that  goal,  and  I know  Lciura  w'ill  be  pushing  and  prodding 


Ready  for  "lights  out,"  but  that  doesn’t  mean  it’s  time 
to  stop  giggling. 


■■  '.Yvulh  iHiil , \iliill 

'IncontinenGe 

Products 

. ’ • ' Superior  Pr()U'CtK)n 

. ■■  ■ ■ ■ 

/ ■ • .Natural"  C()mf()rt  / : 

• Latex-free  Construction- 

■ • }1iglv.'Cap^^cit\’  •-h)!'  Fewer 
; Glianges  ^ . ■ 

s L()\verJ)verall  Cost  • 


Rated  Number  One 
by  Professionals! 

Call  1 -80046  7-;}2  24 
to  Discover  WTiv! 


Free  Trial  Offer 


Order  Now  > Call  TolLFree  1*80(H«0>PEACH  or  mail  this  form  to: 
Principle  Busir»e$  Enterpriees.  Inc.,  Pine  Uke  InduiUial  Pirir.  Ounbridoe.  OH  434t4 


Name  

Address 

City 

Telephone 

Waist  Size 


. State Zlp_ 


Please  send  mo 
FREE  the  Items 
circled  below. 


_ Hip  Size  _ 


Sl.mUne  d£.i.,r'Cl 

Disposable  ) 1 

Bnol  '1  1 '' 

V W'" 

ShmLino 

Booster 

Pud  ^ 

SlitnLino 

Fitted 

Liner  I ; 

SlimLine  : ' 

Adiusiable  ^ ‘ 

BOO.  , . 
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Alliance  for  Technology  Access 


Real  People, 
Real  Technology,  Real 


presents... 

Solutions 


The  Alliance  for  Technology  Access  (ATA)  is  dedicated  to 
redefining  human  potodial  through  the  empowering 
application  of  technoiogg  for  children  and  adults  with 
disabilities.  Sow  numbering  42  centers  in  the  United 
States  and  Canada  (see  list  beginning  on  page  42),  ATA 
procides  o])port  uni  ties  for  people  with  disabilities,  their 
families,  friends,  advocates  and  service  providers  to  get 
hands-on  e.rperience  with  the  wags  assistive  technoiogg 
can  enhance  independence,  achievement,  product ivitg 
and  qualitg  of  life.  Working  in  collaboration  with  more 
than  70  technoiogg  developers  and  manufacturers,  ATA 


ceiders  are  equipped  to  provide  the  latest  infonnation 
about  available  products  and  sendees. 

The  ATA  is  working  to  change  the  wag  people  think  alxmt 
their  own  potential  and  the  way  they  vietv  technoiogg — not 
as  a lu.vurg,  but  as  an  e.ssential  tool.  Each  center  is  ready  to 
help  potential  users  of  technoiogg  become  familiar  irith 
todays  e.vciting  technological  advances.  Through  demonstra 
tions,  consid  tat  ions,  .seminars  and  a myriad  of  other  act  ivi- 
tie.s,  more  than  1(K),(KX)  people  each  gear  are  discovering 
new  technologies  that  signijicantig  enhance  their  live.s.  In 
the  ne.vtfew  pages,  we  share  a few  of  their  stories..,. 


Teebooioey  brealcs  the  tVcle 
offeUure 

Ann  Moore  is  a briglit.  popiilm*  !()- 
yeaiH)ld  living  in  Onnond  Beac  h, 
Florida.  Aim,  who  hits  sf)astic*  cere- 
bnil  palsy  and  a severe  visual  impair- 
ment attends  Piilm  Tennce  P]Iementmy 
Sciiool,  where  she  is  an  enthusiastic* 
pailicipmit  in  her  foiiilh-gnide  class. 

But  just  two  yc'iU's  ago,  neither  Ann 
nor  her  fmuily  could  have  imaginc'd  1km* 
c'uiTent  level  ofsucc*c‘ss  mid  aciiieve- 
ment.  Forsixyeais,  her  parents.  Bcih 
mid  Bill,  had  worked  with  teac*hc'rs  mid 
thc'mpists  to  develop  mi  appropriate 
educational  progi*<uii  for  Aiui.  Each  yem; 
the  lEP  temn  c miie  up  with  mi  instruc- 
tional pimi  to  help  Ann  lemii  to  conuiiu- 
nicate  mid  denionstnite  her  understand- 
ing of  classroom  instructiem*  And  each 
yc»m;  her  parents,  teachers  and  tl>era- 
jiists  experienced  failure  in  helping  Ann 
attain  those  goals.  As  often  happens 
when  failure  becomes  repetitive,  expec- 
tations began  to  diminish. 

Early  in  the  summer  of  Bclh  and 

Bill  decided  to  call  CITE  (C  enter  for 
Independence,  Tbcimology  & 

EducadcMi),  the  ATA  center  in  Orlando. 
When  staff  members  encouraged  them  to 
attend  tlie  CITE  siuunter  “comi)iit:er 
c miip”  with  Amt,  Betli  and  Bill  were 
iiuiined  to  believe  the  effort  would  be 
futile,  Aftar  all,  their  dau^tePs  schod 
had  iUl  l)iit  given  up  on  her,  and  Bedi  and 
Bill  wcMv  bi'ginning  to  lower  their  own 


Assistive  technology  allows  10-year-old  Ann 
Moore  to  show  her  parents  and  teachers 
what  she  can  do. 


expectations.  But  dc'spite  the^c'  doulits, 
Betli  agi*ec*d  to  attend  the  camp  with  Ann 
and  her  older  sister,  Ellen. 

Tliat  sumiiier  turned  out  to  i)o  a null- 
ing point  in  Ann’s  lifc^  as  hei*  family 
exijlored  new  ways  to  commiuiicatc' 
with  her.  CTTE  staff  menibeis  jisscuii- 
bled  a wide  mray  of  c*ommunicatioii 
devices  and  s\vitc*lies  for  Aiii  mid  her 
family  to  ev  aluate — cweiything  fi*om 
simple,  switch-activated.  battei>M)pcrat- 
ed,  thrcH'-sciection  scmuiei’s  that 
allowed  Ann  to  (‘house  mnong  tlmv 
pre-rec*onlc'd  sjioken  nuvssiiges  with  tlu' 
touch  of  a switcii.  to  more  sophisticated 
devices  like  a Maeintosh  com]>ut(T  with 
Spc'akiiig  Dynmiiinilly  (Mayer-Johnson. 
Solaiui  Bcnuii,  (’A),  a coinnmiiieatioii 
progrmii  that  jillowed  Aim  to  create 
original  simtiuuvs  by  s(i(H‘ling  from  a 
nuMiu  of  pictuivs.  n m 


Beth  mid  Bill  had  inn  er  seen  eejuip- 
II lent  like  lliis.  Neitlierliad  Aiui,  but  she 
rc'spondcnl  enthusiastically.  Almost 
immediately,  Ann  was  able  to  use  these 
devices  to  indicate  her  pix^ferences. 

Aiui’s  pments  left  cmiip  detemiined 
to  niake  these  new*  t(x>ls  mid  ideas  a reg- 
'im*  piul  of  Anns  daily  life.  Beginning 
witli  switches,  they  discovered  that  Ann, 
even  with  her  limited  hmid  moveiiient. 
could  operate  a wheelch:Jr-mounted 
sw  itc*h  (luite  riiiably  with  her  left  hmid. 
Soon  she  wjis  using  switch  input  to 
operate  a Macintosh  computer.  She 
cluickly  progressed  to  C^orWriter,  (Don 
Johnston,  Wauconda,  IL),  word-predic- 
tion softwaie  that  provided  her  with 
iiun*eiiised  spcnnl  in  waiting  mid  (*ommu- 
nicatiiig.  Because  Ann  has  a vismil 
impainiieiit,  slu'  used  Enlarge  (Berkeley 
Systcmis,  Berkiicy,  C'A),  asoftwme 
j>ro(iuct  that  prov  ided  her  with  lm*ge 
print  on  the  computer  monitor. 

Mo  longer  did  fmiiily  niembei's  need 
to  make  guesses  about  Anns  likes,  dis- 
likes mid  choices.  Now*  Ann  ccMild 
choose  her  owni  c*lothes  mid  \e\  her 
family  know  which  videotape  she 
wanted  to  w atch.  It  w as  exhilarating  t<^ 
see  Ann  making  so  mmiy  choit*es,  coni- 
iiiunicatiiig  her  needs  mid  de.sires,  mid, 
finally,  demonstrating  tlie  knowledge 
mid  nnderstmiding  her  parents  had 
always  Ixiun  ('d  she  poss('ss('d. 

By  tiu'  time  scIkmiI  resumed  that  fall. 
Ik'th  mid  Bill  were  full  of  idc'as  to  share 
witli  the  teaching  stiiff  at  Anns  s(*hool. 
The  scli(M)l  purchased  a Macintosh  com- 
putor  and  iu'ccs.siuy  ac(*ess  (k'vii  i's  for 
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Ann’s  iiso.  Not  only  did  sho  begin  to 
exi)eiience  academic  success  for  (he 
vei>'  time,  tluuiks  to  the  coinpiilin  s 
speech  output  function,  Aiui  Jilso 
becmn(‘  able  to  coiumimicate  clemiy 
with  her  teacheis  and  classmates. 

Eac’h  of  Ann’s  accomplishments  has 
encouraged  her  to  atU'inpt  more.  Ann’s 
success  Jilso  (Micoiu'ages  her  paients 
and  teac'heis,  who  now  retdize  that  she 
is  blight  and  c<m  leam.  “Tlie  Moore  fam- 
ily has  found  a new  hope  for  our  beauti- 
ful da’  .ghter  and  sister,”  says  Be'th.  “We 
foimd  tliat  hope  at  CITE.” 

Technology  makes  inclusion  work 

Eiglit-yecU-old  Lauren  Scm'o  of 
Fiiiilield,  New  Jersey  luis  been  a 
tecluiology  itser  much  longer  than 
most  of  heryoimg  fiiends.  I^ui-en  was 
bom  witli  congtniilal  nenuiline  myopathy, 
a fonn  of  miLsculai*  dystrophy,  and  lua* 
pjirt'nts,  Linda  mid  Pc'.er.  ciiiickly  roalwed 
that  assistive  tecluiolog>'  could  play  iui 
impoilant  role  in  her  life.  In  fact,  it  was 
Liiiren’s  preschool  teacher  who  fiist  rec- 
ommended tliat  tile  fmnily  \isit  tiie 
(’enter  for  Enabling  Ibciinology  (C’ET), 
Uie  ATA  center  in  Wliippiuiy,  New  Jeiscy. 

By  the  time  Luuxai  entere<i  first  grade, 
she  was  <loing  all  her  writing  with  a mini- 
keybojud  mid  computer.  Tliis  worked 
well  for  some  time,  until  InH-ause  of  her 
dlsiibility,  Liiiren  experi('nc*ed  a dec  line 
in  her  nuigc'  of  motion  mid  hand 
stn'iigth.  ScKin  just  a snuill  mnoiint  of 
wor(i-i)nx*essing  caiiscxi  fatigue. 

By  sc'c'ond  gmde,  Liuren  was  unable 
to  keep  up  with  the  wiiting  denuuuis  of 
her  c lass,  demands  hcM*  pmx'uts  kiK'w 
would  only  incrc'asc'  in  higlic'r  gi’jules. 
Luucni  mid  her  fmnily  rc^tunuHl  to  CP]T 
tosemch  for  solutions. 

As  Luin'ii  and  lier  pment.s  tiicnl  out 
available'  (‘onibiuatioiis  of  liardwmc"  mui 
softwmx'.  thc'y  discoverc'd  two  promis- 
ing options.  Tlu'  fiist  was  Ke:iix  (Don 
Johnston,  Waiiconda.  IL),  softwme  tliat 
iiliows  (‘oniputc'is  to  recognize  nu'thods 
of  input  other  than  the  traditional  k(*y- 
l)om*d.  ( )ne  Ke:nx  option  displays  a k(\v- 
hom'd  on  the  eomputer’s  .se  nH'U.  J’his 
allo’  ved  Luiren  to  do  word  proc-e.ssing 
by  using  a traekhall~a  devin'  eonsisl- 
ingof  a iiioveahU'  hall  on  a stiitionmy 
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base' — to  move  the  on-screen  cairsor. 
Since  only  small  hand  mo\  ements  v\  ere 
retliiired,  Lauren  was  able  to  move  the 
ciu'sor  m’ound  the  on-scrcx'ii  keyboard 
ijuickly,  mul  with  little  fatigue.  But 
choosing  letters  fi’om  the  on-sc-reen  key- 
bocU'd  rtxiuired  Liiu'en  to  push  a button 
on  the  trackball,  mid  lliis  prened  still  to 
be  too  tiring. 

Tlie  sec-ond  option  I.auien’s  fmiiily 
discovered  at  (’FIT  was  thc^  MagieWand 
keybom’d  (IiiToiich  Systems,  Spring 
\’alley.  NY).  The  small  MagieWand  key- 
board responds  to  the  light  touch  of 
tw  o pens  on  the  keys.  This  option 
reciiiired  a \ eiy  small  rmige  of  motion 
cjid  no  pressure,  so  Luiren  did  not 
bec-ome  fatigued  wJiile  using  it.  And  by 
combining  the  Magk*W’and  keybom’d 
with  Co: Writer.  Lauren  was  able  to 
work  even  more  c]iiickly. 

With  C’ET’s  siippoit,  I.auren’s  parents 
worked  with  her  school  to  jiurchase 
these  importmit  new  tools  and  to  pro- 
\icie  Luiren  with  her  own  peisoiial 


The  MagieWand  keyboard,  paired  with  word- 
prediction  software,  allows  eight-year-old 
Lauren  Scrivo  to  type  quickly  and  with  little 
fatigue. 

classroom  computer.  In  addition,  the 
school  also,  made  ai'cliitectural 
modifications  so  every  part  of  the  build- 
ing is  wJieelchair  accessible.  “Everyone 
at  the  school — from  the  piiiicipd  on 
down — has  embraced  the  coiu-ept  of 
full  inclusion  mid  is  c'omiiiitted  to  mak- 
ing Luu'en’s  experience  a success,”  says 
her  mother.  “We  have  nothing  but  praise 
for  their  eflfoils.” 

notl nni/  tl  u// 


Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America. 
Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
Parking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 

Use  of  Safety  Helmet 
Required 
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Technology  reveals  hidden  abilities 


Assistive  technology  often  reveals 
considei*abIe  ability'  where  little 
had  been  assumed  to  exist.  Tliis 
was  certainly  tnie  for  Jennie  Shaw, 
whose  first  encounter  witli  a computer 
t(X)k  place  at  the  age  of  seven. 

Jennie  was  bom  with  aji  arachnoidal 
cyst  on  the  left  side  of  her  brain.  The 
cyst  had  cleaiiy  affected  her  fine  motor 
skills,  and  she  was  also  non-verbal. 
Jennie’s  occupational  therapist  refeired 
the  family  to  Technology  Assistance  for 
Special  Consumei's  (TASC),  the  ATA 
center  in  Huntsville,  Alabama. 

To  everyone’s  siupiise,  when  seated  at 
a (‘omputer  keyboard,  Jennie  show^ed  aji 
immediate  ability  to  type,  even  alpliabet- 
ize,  simple  w oixis.  Her  teachers  had  not 
e\  en  been  sure  Jeimie  w'as  able  to  rex’og- 
nize  letteis.  Jennie’s  mother,  Vic-lde,  I'legiin 
developing  a \ision  of  what  her  daugliter 
miglit  ac-complLsh  with  technology. 

For  starters,  it  wus  cieai'  that  some  tyi>e 


Jennie  celebrated  her  twelfth  birthday  with 
her  augmentative  communication  device  by 
her  side. 


of  augmentathe  communication  (AC) 
de\ice  would  be  crucial.  At  TASC\  Jennie 
w as  al)le  to  e\^aliuUe  a niunber  of  devices. 
Tlie  liberator  CPix^atke-Ronfich,  Wooster, 
OH)  w'as  most  effective. 

Jennie’s  newTound  communication 
abilities  have  helped  her  fajnily  and 
teacheis  learn  more  about  her  abilities. 
Her  teacheis  now'  realize  that  when 
spoken  instnictions  are  also  provided  in 
written  fonn,  Jennie’s  compreheasion 
iinpro\  es  remarkably.  Jennie’s  reading 
abilities  itiso  surprised  both  family  and 
teachers.  Now  12,  she  reads  at  the  nintii- 
grade  level  and  aj)pears  to  have  been  a 
v'eiy  good  reader  for  many  years. 

Currently,  Jennie  spends  half-days  in 


a reguUu*  third-gi-ade  classroom  in  her 
: hometown  of  Fayetteville,  Tennessee. 

; She  attends  regular  reading,  wTiting, 

‘ music,  physical  education  and  ait  classes, 
and  spends  the  rest  of  her  time  in  a 
, classroom  for  children  with  learning  dis- 
abilities. Her  goals  include  being  fully 
included  in  regulai*  third  grade  social 
studies  and  science  classes  before  the 
school  year  is  over. 


Technology  is  the  equalizer 


Anthony  Notie,  a bright  five-yeaiH)ld 
with  spastic  quadriplegic  cerebral 
palsy,  has  been  using  computers 
since  he  was  lo  montlis  old.  In  fact, 
Antliony’s  family  was  i^eferred  to  the 
(’omputer  Center  for  People  with 
disAbilities  ((TdA),  the  ATA  center  in 
Slux^w^buiy,  New  Jersey,  by  professionals 
in  Antliony’s  early  interv’ention  program. 

Antliony’s  fust  spee<ii  tJiercpist  believ'ed 
it  imlikely  that  Antliony  would  ever  Ix^ 
able  to  talk  It  seemed  reasonable  to 

riuitniurd  tut  di 


For  the  first  time  a Special  Auto  Insurance 
program  for  Special  People 


ASK  YOURSELF 
THESE  QUESTIONS... 


Q 


Arc  the  iiKKlil'iculions  to 
\'(  )ur  U'hick'  c(  a ctckI  unck'r 
youraulo  iiisuraiKv? 


ir\our \c*!iick‘  iM'okc'down 
on  llic  hif;ii\\a.\  would  \our 
auto  insuraiKv  c(  )ur  the 
cost  Idi'six'dal  iransixu'Ui- 
lioii  lof^c'l  1 ionic*? 

I )(K‘s youraulo  iiisuruncc* 

C'(  )U  r llu*  liid'ur cost  to  iviu 
a iiKxliricd  ix'placc'iiu'iu 
\c‘lik’k’? 


<OVtRAoC  AVAItABIMTV  VARUS  8v  STATt 


Most  people  don't  have  to  answer  questions  like  these,  they've  never 

NEEDED  SPECIAL  TRANSPORTATION  FOR  A CHILD  WHO  USES  A WHEELCHAIR,  OR 
PAID  FOR  A MODIFIED  RENTAL  VEHICLE,  OR  INSURED  A CONVERTED  VAN  WITH 
SPECIAL  EQUIPMENT, 

But  we  have.  We  know  how  difficult  the  simplest  transportation 

PROBLEMS  CAN  BECOME  WHEN  YOU  HAVE  A CHILD  WITH  A DISABILITY.  THAT'S 
WHY  WE  DEVELOPED  THE  ABILITIES  PLUS**"  PROGRAM.  IT  PROVIDES  YOU 
ANSWERS  TO  THESE  QUESTIONS. 

Abilities  plus''"  expands  the  automobile  insurance  benefits  that 

ARE  MOST  IMPORTANT  TO  YOU,  AND  IT  ADDS  MANY  UNIQUE  FEATURES  TO  MAKE 
THE  COVERAGE  MORE  VALUABLE  TO  YOU. 

CUSTOMIZED  COVERAGE.  FAST,  FAI R CLAI  M H ANDLl  NG.  AND,  CUSTOMER 
SERVICE  24  HOURS  A DAY,  EVERY  DAY  OF  THE  YEAR. 

For  more  information  or  a free  quote  on  ABILITIES  PLUST  call 

1-800-222-2788 

Ask  for  department  R 

OR  WRITE  US  AT  P.O  Box  51  1 98.  Luii.f  «VU  t F MD  2 1 094  «l7  I 9 

llieMaryland 
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□ Holzberg,  Robert  & Sara  Walsh-Burton  — THE  PA- 
RENTAL VOICE:  Problems  Faced  by  Parents  With 
a Handicapped  Child.  *95,  160  pp.  (7  x 10). 

Most  all  work  in  special  education  is  focused  on 
the  child,  his  development  status,  his  needs,  his 
psychology,  and  the  methodology  required  to  edu- 
cate him  and  develop  in  him  the  skills  of  inde- 
pendent living  to  the  greatest  degree  possible. 
While  the  emphasis  on  the  child  is  certainly  re- 
quired, in  all  the  effort  expended,  parents  have 
received  very  little  attention.  What  happens  to 
parents  when  their  child  is  born  with  a severe 
handicap?  What  is  the  effect  upon  the  marriage? 
How  do  parents  deal  with  the  emotional,  social, 
and  financial  problems  presented?  How  do  they 
find  services?  What  happens  when  services  are  far 
away  or  not  even  available?  How  does  a severe 
handicap  change  parents  and  their  attitudes  to- 
ward their  own  child,  toward  the  medical  pro- 
fession, and  toward  governmental  authorities?  This 
book  attempts  to  answer  these  questions  through 
the  voices  of  parents  themselves  to  give  the  reader 
a better  understanding  of  the  coping  process. 
Parents  from  differing  backgrounds  and  cultures 
present  their  personal  accounts  of  how  they  dealt 
with  their  handicapped  child  from  birth  through 
adulthood.  After  each  story  there  is  an  interpre- 
tation and  commentary  by  an  authority  in  the  field 
of  special  education. 

□ Jones,  Carroll  j.-CASE  STUDIES  OF  SEVERELY/ 
MULTIHANDICAPPED  STUDENTS.  '93,  174  pp.  (7 
X 10),  $38.95,  cloth,  $24.95,  paper. 

□ Rakow,  Sue  F.  V.  & Carol  B.  Carpenter  “SIGNS  OF 
SHARING:  An  Elementary  Sign  Language  and  Deaf 
Awareness  Curriculum.  '93,  380  pp.  (8V2  x 11),  245 
il.,  $47.95,  spiral  (paper). 

□ Fine,  Aubrey  H.  & Nya  M.  Fine-THERAPEUTIC 
RECREATION  FOR  EXCEPTIONAL  CHILDREN:  Let 
Me  In,  I Want  to  Play.  '88,  362  pp.  (7  x 10),  9 il., 
22  tables,  $61.95,  cloth,  $34.95,  paper. 

□ Sternberg,  Les,  Ronald  L.  Taylor  & Jeffrey  Schilit  — 

SO  YOU'RE  NOT  A SPECIAL  EDUCATOR:  A Gen- 
eral Handbook  for  Educating  Handicapped  Chil- 
dren. '86,  172  pp.  (7  X 10),  $27.95,  cloth,  $15.95, 
paper. 

□ Smith,  Margaret  M.“IF  BLINDNESS  STRIKES: 
DON'T  STRIKE  OUT:  A Lively  Look  at  Living  with 
a Visual  Impairment.  '84,  316  pp.,  $46.95,  cloth, 
$29.95,  paper. 

□ Pader,  Olga  F.“A  GUIDE  AND  HANDBOOK  FOR 
PARENTS  OF  MENTALLY  RETARDED  CHILDREN. 

'81,  268  pp.,  2 il.,  1 table,  $38.95,  cloth,  $24.95, 
paper. 

□ Lowenfeld,  Berthold“OUR  BLIND  CHILDREN: 
Growing  and  Learning  with  Them.  (3rd  Ed.,  2nd 
Ptg.)  '77,  260  pp.,  7 il.,  $34.95,  cloth,  $19.95,  paper. 


□ Downer,  Ann  H “PHYSICAL  THERAPY  PRO- 
CEDURES: Selected  Techniques.  (5th  Ed.)  *95,  360 
pp.  (7  X 10),  86  il. 

□ Love,  Harold  D.  & Freddie  W.  Litton— TEACHING 
READING  TO  DISABLED  AND  HANDICAPPED 
LEARNERS.  '94,  260  pp.  (7  x 10),  8 il.,  23  tables, 
$51.95,  cloth,  $30.95,  paper. 

□ Anderson,  Frances  E. -ART-CENTERED  EDUCA- 
TION AND  THERAPY  FOR  CHILDREN  WITH  DIS- 
ABILITIES. '94,  284  pp.  (6^/4  X 9V4),  100  il.,  14 
tables,  $44.95,  cloth,  $29.95,  paper. 

□ Holley,  Shelby-A  PRACTICAL  PARENT'S  HAND- 
BOOK ON  TEACHING  CHILDREN  WITH  LEARN- 
ING DISABILITIES.  '94,  308  pp.,  13  il  , 1 table, 
$61.95,  cloth,  $34.95,  paper. 

□ Hoffman,  Cheryl  M.  - COMPREHENSIVE  REF- 
ERENCE MANUAL  FOR  SIGNERS  AND  INTER- 
PRETERS. (4th  Ed.)  '94,  314  pp.  (8^2  x 11),  $41.95, 
spiral  (paper). 

□ Plumridge,  Diane  M.,  Robin  Bennett,  Nuhad  Dinno 
& Cynthia  Branson-THE  STUDENT  WITH  A GE- 
NETIC DISORDER:  Educational  Implications  for 
Special  Education  Teachers  and  for  Physical  Thera- 
pists, Occupational  Therapists,  and  Speech  Path- 
ologists. '93,  382  pp.  (7  X 10),  32  il.,  8 tables, 
$75.95,  cloth,  $39.95,  paper. 

□ Giordano,  Gerard -DIAGNOSTIC  AND  REMEDIAL 
MATHEMATICS  IN  SPECIAL  EDUCATION.  93,  320 

pp.  (7  X 10),  85  il.,  26  tables,  $59.95,  spiral  (paper) 

□ Jones,  Carroll  J. -ENHANCING  SELF-CONCEPTS 
AND  ACHIEVEMENT  OF  MILDLY  HANDICAPPED 
STUDENTS:  Learning  Disabled,  Mildly  Mentally 
Retarded,  and  Behavior  Disordered.  '92,  294  pp 
(7  X 10),  7 tables,  $52.95,  cloth,  $31.95.  paper 

□ Anderson,  Frances  E.-ART  FOR  ALL  THE  CHIL- 
DREN: Approaches  to  Art  Therapy  for  Children 
with  Disabilities,  2nd  Ed.  '92,  398  pp.  (6^/4  x 9^4), 
113  il.,  19  tables,  $61.95,  cloth,  $39.95,  paper 

□ Jones,  Carroll  J. -SOCIAL  AND  EMOTIONAL 
DEVELOPMENT  OF  EXCEPTIONAL  STUDENTS: 
Handicapped  and  Gifted.  '92,  218  pp.  (7  x 10), 
$39.95,  cloth,  $24.95,  paper. 

□ Duran,  Elva-TEACHING  THE  MODERATELY  AND 
SEVERELY  HANDICAPPED  STUDENT  AND  AUTISTIC 
ADOLESCENT:  With  Particular  Attention  to  Bilin- 
gual Special  Education.  '88,  250  pp  (7  x 10),  5 i)., 
3 tables,  $47.95,  cloth,  $29.95,  paper. 

□ Rose,  Harriet  Wallace-SOMETHING'S  WRONG 
WITH  MY  CHILD!  A Straightforward  Presentation 
to  Help  Professionals  and  Parents  to  Better  Under- 
stand Themselves  in  Dealing  With  the  Emotionally- 
Charged  Subject  of  Disabled  Children.  '87,  210  pp 
(7  X 10),  $37.95,  cloth  $22.95.  paper. 
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Now  he  has  a place 
for  everything 
like  everyone  else. 


W iirn  he  s at  srhool  with 
the  ia<l  liiini:  hr  nrrtls  l»  \vorr\  ahnut  is 
w hrrr  t<»  wrilr  and  pul  liis  honks.  W itii 
tin*  \n  DKSC''  KlipTop  Slorajrt*  Desk,  he 
ha<  his  own  poilahh*  drsk  and  a jdat'o  to 
put  things  too! 

Its  uniqiir  hail-joint  nio\(*mriit.s  and 
.sitird)  sii[)poii.s  put  \n  l)KS(!  in  a < !ass  of 
its  own.  It  tills  for  n^adin;:.  wrilinjior 
romjMitin;:.  thru  <:(H's  Hat  for  limrii  time 
and  hivaks.  \ smrl  .slora«:r  rompartinent 
hidrs  paprrs,  hooks,  prncils  (and  ma\hc  a 
low  romir  hooks).  \nd  when  it  s lime  lor 
transfers,  the  entire  desktop  .swin;:s  dow  n 
to  the  shie  and  onl  of  the  wa\. 

It  ssimpK  de.sipied  for  fl(*\ihilil\ 
and  jirowth.  so  he  ean  use  lii.s  l)KS(i 
for  \ ears  to  eoniel 

For  more  information  on  llie  entire 
\n  DKS(!  line,  eonta<*t  vonr  local  reliah 
<lealer  and  ask  to  see  the  l)KS(  i 
demmistration  \ideo.  Oreall  usdirec  ti\ 
for  a free  hro<‘hure. 

1-800-4-MYDESC 


dHAMDEC 


lllt.inEil<->  ln>  • ITii  nil*  Nri'A  I.  Mmmt.nii \im  1 V *MoH  JJto 
VtJllM  liM 


roffliHord frnni  }fa<n'  iJ 

believe  tliat  a computer  might  be  a part  of 
an  augiuentative  comntunication  system 
ho  could  use.  S(X)n,  however,  hlsspeec-h 
began  (o  develop  quite  well.  At  that  pomU 
the  fexus  of  Anthony’s  computer  use  was 
shifttxi  to  written  conuniuik'ation. 

S(X)n  Antliony  discovered  IntelliKeys 
(IntelliTooIs,  Richmond,  (’A),  ttn  alterna- 
tive keylx)ard  with  large  keys  that 
respond  to  a light  touch.  The  keys  can  lx;* 
configured  in  vtuious  w'ays  for  ease  of 
use;  for  exiunple,  Anthony’s  fiist  key- 
lx)ani  was  iinmigcxl  in  alpliabetical  oixler. 

But  when  Antliony  became  old  enougli 
to  attend  a preschool  program,  Joyce  dls- 
covenxl  that  his  teachers  were  complete- 
ly unfamiliiu'  v,  Jh  the  assistive  technolo- 
gy that  had  Ix^come  “old  hat”  for  four- 
yeai’-old  Anthony.  Tlie  staff  of  C(\IA 
worked  with  the  hunily  and  Antimony’s 
teachers  to  nuike  the  school  district 
awaie  of  rus  technology  netxis.  ITie 
.school  district  purchased  the  de\ices  he 
would  need  and  CCdA  staff  worked  to 
fainiliaiTze  schixil  peisonnel  witli  its  asx\ 

Now  in  kindergaiKm,  Anthony  is  one 
of  the  most  technology-sawy  kids  in 


At  five,  Anthony  Notte  is  one  of  the  most 
computer-sawy  kids  at  school. 


sc  hool.  He’s  mo\ing  away  from 
IntelliKeys  as  an  input  device,  and  now^ 
does  much  of  Iiis  writing  using  a regulai* 
keyboard  with  a key  guard  (a  plastic  key- 
boaixl  o\'erlay  with  holes  over  each  key 
to  prevent  the  accidental  pressing  of 
more  titan  one  key  at  a time). 

Tecimology  is  iin  equalizer  for 
Anthony.  He  miglU  not  be  \'eiy  good  at 
stiicking  blocks,  but  w'hen  he  uses  the 
c*omputer,  he  feels  coitfident  and  suc- 
cessful. And  since  few’  kindergiulen  chil- 
divn  ha\  e access  to  a computer, 

Anthony  is  also  an  object  of  fascination 
iuid,  perhaps,  a snuUl  mnoimt  of  envy 
among  his  classmates.  EP 


Supporting  your  child’s 
educational  needs 


InlclliTools  provides  hi^h-quality 
cidciptivc  computer  products  to  help 
people  learn,  communicate  and  live 
to  their  fullest  potential. 


IntelliKeys® 

IntelliTalk® 

IntelliPics™ 

Overlay  Maker® 
Clickitr 

To  receive  a copy  of  our  catalog, 
please  call  or  write: 


INTELLITOOIS.  INC. 

55  l.evcroni  ( oiirt.  Siutc  ^ 
NovaU».  C.A  04^)4^) 
HOO'H^W-0087 
(U  las  415  5050 
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Most  of  US  pc*rform  nnitino 
tasks  day  aftc'r  day  without 
owr  roalizing  lu»w  much 
control  wc  actually  have 
over  our  environments  and  onr  livens. 

For  cliildn'n  with  disjihilities,  esp('- 
ciidly  signifu  ait  physicid  limitations, 
controlling  the  emironment  has  been 
difficult  at  best,  sometimes  impossible. 
For  some  kids,  Just  tundng  on  a bed- 
side' kuni)  can  present  a ninjor  chal- 
lenge, ()\*er  the  i)ast  dozen  yi'iirs,  how- 
e\’('r,  a iii'w  aid  ('xciting  field  cidlecl 
environment <d  (*ontrol  (fX')  has  staled 
to  idlow  pc'ople  with  physical  aul/oi* 
cognitive'  disabilitie's  te>  k'ael  meire'  inele'- 
penele'nt  livc's.  As  Stc've  Tello,  Direeleir 
eifTe'dineileigy;  IVaning  aiel 
Asse'ssnu'nts  at  Se'asiele'  Pkhie*atie)n 
/Vsseie  iatc's  in  Weslein,  MassachuseMts, 
re'ina'ks.  "Ifyeni  e an  operate  a switc  h, 
you  e ai  cenitnd  almost  aiything,’' 


, With  the  Eye  Slaved  Pointing  System,  users 
* can  control  icons  on  a computer  screen 
through  eye  gaze.  (Photo  courtesy  of  ISCAN, 
Inc.,  Cambridge,  MA) 

nals  te)  ai)i)liaK*e\s,  cai  be  pluggc'el  into 
any  AC'  enitle't  pre)granmed  to  proviele 
ein-off  ceintrol  of  imy  ai)pliane*e — indnel- 
ing  lights,  lu'ar.  and  air  e*e)iulitie)ning, 
auelio  aiel  vielee)  eeiuipment.  eloois, 
e ennputei’s  anel  many  kite'hen  apidi- 
au'c'S.  Ah  e'le'e-tric*  systems  in  this  cenin- 


fae  t,  viilualiy  anylliing  that  e ai  be  done' 
with  a huttein  e ai  be  deme'  with  a veiie’e 
spc'aking  wen  els,  e>r  e einsistent,  c*le)se 
; approximations  e>f  weirels. 

Te'e'nagei's  with  physie-id  el isahili tie's 
• may  ho  esiieelally  inte'restoei  in  ne'w 
options  lor  using  thc'  teleiiheine,  Vede-c'- 
; aetivated  spe'aker  pheinc'S  anteniiatie-jdly 
I answer,  eliid  <mel  steire  niiml  lei's,  iuid 
' eiiseonne'ct  when  the  e alk'r  hangs  ui); 

I semie  evem  work  with  cidl-w;uting. 

Miuiy  long-distiinc*e  c emipjmies  sell 
speclidized  cM:iiiipment.  And  meire'  thjm 
30  st<ites  aelminister  aeiaiiiivc'  tdexeim- 
iminicatieias  eHiiupnu^iit  elistnbutiem 
I)rogi>mts  that  distribute  free  or  leiw-c  eist 
tc'leplume  eHiiiitnnenl  to  children  and 
aelults  with  disiihililies.  A\’ailable  ek'dee's 
ine-hiele  big-button  anel  hanel-free 
Iiheines,  TFYs  (telotyiiewiltei's  with  ty})e'- 
write'i-like'  keybomxls  anel  dew  scrc'ens 
that,  when  c-oniu'ctc'd  te)  the  iiheine. 


Environmental  Control 


by  Naomi  Ajigoff  C’hodd 


Whafs  new  in  EC? 

All  of  us,  with  or  witlumt  elisiihilitie's, 
use'  e'mireaimenital  e*e)ntre)l  el('\  ie  e's  e've'iy 
elay.  Who  de>esn’t  have'  a remote  te> 
duuige  dianiu'ls  ein  the  te'k'visieiii  se't? 

K(  ’ has  he'e'ii  ju'eninel  Ibr  a king  time';  its 
just  ge'tting  meire  sejphistie  ale'el. 
i Many  Fa’  e eimpmiie'S  <ue'  now  ele'sign- 
ing  pre)e!ne*ts  spe'cifie*ally  for  people' 
with  elisiihililie'.s.  IliC'se'  new  ele'vie  e's  tuui 
adaptatieins  e*an  alleiw  alnmst  e've'iyeme' 
to  use'  the'  telepheine'.  juisw  oring 
machine,  T\',  \VH,  ste»ree)  anel  nu)st 
otlier  a|H)liane-e's  that  can  he  opcrate'el 
I by  aswiteli  or  huttem.  F(’  ek'vie  e's  nuigc 
r;  fixim  plate  swite  hes  that  reHiuire  a light 
^ touch  but  not  gre\it  stre'iigth,  te>  sip-anel- 
I puff  heaelse'ts,  in  vvhie  h a swite  h is  e eni- 
I nected  te>  a straw  se>  the'  nse'r  e*an  eipe'r- 
I ate  the  swite-h  by  hre'atliing  inte)  the' 
straw.  Anel  semu'  K('  syste'ins  e an  he 
I opcrate'el  by  eye  g<ize'  ale)iu'. 

^ Some' e'nvireinme'iital  coutie)!  unit.s 
(PX’Fs)  are'  stmid-aleme',  re'inote'-e'ontre)! 
he)xe's,  while  e)tlu'is  re'ejuire'  e-einiu'e  liein 
to  a iieisonal  e eimjnite'r.  X 10  e eimiiati- 
hk'  remote  e emtreillers  are  jimemg  the' 
nieist  popular  tyiie  eif  stanel-aleme 
(k'vu’e's.  X-IO  re'e  e'iver  meieluk's,  thre)Ugli 
whieii  the  n'lnote  e*e)Ut  roll  el's  senel  sig- 

O 


tiy  are  e-eimiiatible  with  X-IO  reerivc'r 
meieluk's,  tluis  many  KC’l's  use  the  “X- 
10  pre)te)c*e)l,” 

Other  stiuiel-ideuie  VA'  ek'vie  e's  e*an 
e*e)!itre)l  te'k'xisiems,  \'('Rs  <uul  steie'e) 
CHiuipme'iit.  Fe>r  e'xample,  a e hanned 
se*anne'r — the'  small  h)x  that  alleiws 
viewe'i-s  te)  “surf  tlirough  duuinels  e>n  a 
teledsiein  set— <*iui  hv  e onueele'd  te)  any 
type  e>f  swite  li  to  preiviele  e e>ntre)l  e)f  the 
he)th  the  te'le'visiein  se't  anel  the  VC'R. 

\bie  e-e  e)ntre)lk'e!  WR  preigramnuas. 
whie-h  stiu1,  steip,  re'winel,  pause  anel 
fast-forwarel  in  re'si)e>nse'  te)  a ve)ie*e' 
eximmanel,  <ue  also  em  the  nruket.  In 

This  sip-and-puff  switch  can  be  mounted  on 
a wheelchair  and  used  to  operate  a remote 
control  device.  (Photo  courtesy  of  Prentke 
Romich  Co.,  Wooster,  OH) 


alle)\v  usei^s  te>  e e)iunuinie*ate'  by  ty^iing 
iuiel  reaeling)  iuiel  liglit  sigiudei's,  which 
idenl  sonu'one  with  a he'iulng  impmr- 
n’le'iit  to  tlu'  ling  e)f  a tele^iiheine, 

EC  c-an  alsei  jireiviele'  sec-uiity.  Miuiy 
he)iue  pre)te'e’tie>n  syste'ins  work  with 
pheiiK's;  wlu'n  the  system  is  trigge'ie'd, 
the  i)he)iu'  ante)matie*ally  eliids  the 
Iieilie  e'.  De'tevtiein  senseii-s  preite'e  t eloom 
anel  wine  lows,  reporiing  intmsieins  e'k'e*- 
treinicidly  te>  iui  e'mergency  re'speinse 
seirice.  Some'  systems  <dse>  ceintrol 
thenneistat.s.  eletoe*t  k'aks  e)r  freizen 
pil>e's  iuiel  turn  heiuse  lights  eiff  eir  on  at 
e*ei1ain  times.  Pare'uts  wheise  e-hilelre'ii 
spe'iiel  time'  at  lieinu'  aleiiu'  eir  fae-e  fre'- 
eiuent  nu'eliexd  enu'ige'nde's  may  find 
tlu'se  systems  i)iu1ie-ularly  useful. 

When  to  adapt 

Iwen  \e'iy  yeiung  eliilelren  ciui  he'iu'fit 
freini  VA'  ele'viex's,  Njuie  y Ste'e'le,  Dire'e  teir 
e>f  Re'hahilitation  Sc'n1e*e's  at  tiie 
Mas.sae  huse'tts  1‘XisteT  Se'als  Soe  iety,  sug- 
ge'sts  that  pare'iits  aelel  VA'  de'vie’este) 
the'ii*  home'  “wlu'iu've'r  a eliilel  is  ele'Ci'k)!)- 
nu'ntally  re'aely  te>  e'Xpleire'  the  e'liviion- 
nuMit."  Ste'e'le  pe)intse)Ut  that  eineeifthe 
simpk'st  envireinnu'ntal  e'ontreils  is  the' 
s\vite*h-aeiai>te'el  te>y,  vvliieli  e*iui  he'  iise'el 

. •nilniiO'ti  an  !*• 
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How  do  I find  out  about  EC? 

• Ask  an  occupational  therapist  (OT)  who  has  experience  with  adaptive  equipment  and 
knows  your  child's  needs  and  capahilities. 

• Ask  an  OT  or  augmentative  communica-^.,  '•.peclallst  for  the  names  of  EC  vendors.  Most 
EC  vendors  are  happy  to  talk  Informally  about  your  specific  needs  and  what's  generally  avail- 
able, as  well  as  discuss  their  own  products. 

• If  you  have  access  to  a computer  on-line  service,  spend  some  time  browsing.  You'll  firyd  a 
great  deal  of  information  on  environmental  control  and  related  topics — product  reviews,  corv 
ference  schedules  and  possible  funding  sources. 

• Attend  an  assistive  technology  or  home  automation  conference  where  many  companies 
exhibit  and  demonstrate  their  products.  These  conferences,  which  function  like  trade  shows, 
are  good  places  to  get  a great  deal  of  information  in  an  afternoon.  You  can  find  out  about 
conferences  in  your  area  by  consulting  computer  on-line  service  announcements,  occupa- 
tional therapists  or  any  other  professionals  in  the  assistive  technology  or  augmentative  com- 
munication fields. 

• Call  or  write  to  RESNA,  an  interdisciplinary  association  for  the  advancement  of  rehabilita- 
tion and  assistive  technologies,  at  1 700  N.  Moore  St.,  Suite  1 540,  Arlington,  VA  22209-1903; 
(703)  524-6686  (voice),  (703)  524-6630  (TTY).  RESNA  can  direct  you  to  the  federally-ftjrKled 
Tech  Act  project  in  your  state,  which  can  provide  you  with  technical  assistance,  advice  on 
funding  sources  and  related  information. 


rout  hi  urd  from  fuiffo 

by  children  as  young  as  12  months.  But 
Steele  also  cautions  parents  not  to  over- 
whelm children  with  gizmos  or  gadgets. 

Howard  Shane,  Director  of  the 
C'omimmication  Enliancement  Onter 
at  ('hildren’s  Hospihii  in  Boston, 
emphasizes  die  importance  of  teacliing 
very  young  children  with  physical  dis- 
abilities that  their  actions  can  have  an 
effect  on  their  environment.  To  help 
children  grasp  this  concept  as  early  as 
possible,  Shane  suggests  that  parents 
“help  their  children  explore  and  control 
their  surroundings.  Get  them  to  turn 
the  lights  off  and  on.  control  the  TV  and 
VCR — everything  they  would  do  if  they 
were  able  to  crawl  or  walk.” 

You  may  want  to  s^art  with  a simple 
light  switch,  tlien  add  a switch  tliat  will 
operate  small  appliances.  With  a little 
help  and  know-how,  you  can  purchase 
[)<uts  at  a consumer  electronics  store 
and  assemble  a functional  EC  system 
without  spending  too  much  money.  As 
ECT-ls  become  more  popular,  devic*es 
and  systems  will  become  more  readily 


available,  and  prices  will  likely  drop. 
Who  benefits? 

Everyone  benefits  from  EC.  Children  with 
disabilities  can  gain  more  independence 
and  greater  self-esteem.  Family  members, 
teachers,  schoolmates  and  people  in  the 
conununity  will  peieeive  children  with 
dLsabilities  as  more  capable.  Because  EC 


increases  fieedom  and  mobility,  it  allows 
cMdien  to  participate  in  more  activities 
and  c:ontribute  more  fully  to  school  and 
community  life.  Ultimately,  EC  can 
expand  each  child’s  educational,  social 
and  career  opportunities.  EP 

Naomi  Angoff  Chedd  is  a member  of 
the  ExcErnosAL  Parext  editorial  staff. 


TAKE  $250  OFF 

ANY  CYCLE  OF  YOUR  CHOICE! 

The  Rock  N'  Roll  Afterburner  provides 
outdoor  pleasure  to  riders  of  both 
the  wheelchair  and  the  afterburner. 

Rock  N'  Roll  takes  great  pride  in 
providing  a device  that  brings  joy  to 
others.  Rock  N'  Roll  will  customize  a 
cycle  for  the  needs  of  each  individual, 
such  as  those  with. 

Spina  Bifida 
Cerebral  Palsy 
Amputations 

Visual  Impairment/Blindness 
Partial  Paralysis 
Orthopedic  Handicaps 


StcJM  Im  your  chair  and  enjoy  an  outside  ride. 


Cherith  and  her  "bicycle" 


For  more  information  and  a free  video,  call  toll-free:  1-800-654-9664  or 
806-894-5700.  8:30  a m.  to  5:00  p.m..  Central  Standard  Time.  Mon-Fri.  Be 
sure  to  ask  how  y-..M  can  earn  your  cycle  absolutely  free!  Rock  N'  Roll  even 
pays  the  shipping!  Or  write; 

Rock  N'  Roll  Fun  Machines 

P.O.  Box  1558  • Leveiland.  TX  79336 

* CALL  NOW  WHILE  SUPPLIES  LAST ! 
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fip"""'£xploring 

Telecoinmunications 

by  Abby  Albrecht 


wt'nt  on-line  diuing  niy  sopho- 
more yeiU*  of  higli  school.  My  dad  had 
jjist  instiiUi'd  America  ()i\Iine  (AOL) 
soft wai'e  on  the  hunilys  hoir^'  coin- 
piitei;  idlowing  as  to  iis('  our  computer 
and  incxiein  to  coniux  t to  tills  commer- 
cial on-liiu‘  senice.  I jisked  if  I C(/ukl  tjy  it 
out  for  a few  minutes,  'flic  next  thing  1 
kiK'w,  tlm*e  houm  liad  pass^xl,  mid  I’d 
imde  a domi  new  friinids. 

The  liigli  school  piirU'  scone  w<is 
never  my  tiling.  I wasn’t  into  drinking. 
<uid  niy  electric  wheelchair  did  not  fit 
into  <uiy  of  my  fiiends’  cai>i.  So,  instead 
of  gouigoiit,  I spent  my  tini('  exploring 
evei’ylliing  the  on-line  world  had  to 
(^ffer.  I chec^ked  out  the  national,  coni- 
niercicil  on-line  seix  ices — like  AOL, 
f^odigy  mid  ('ompuSem*.  I also  joined 
se'^eral  kx‘al  bulletin  bomci  systems 
(ILiSs).  Thesi'  snuill,  non-c-onimercial 
on-line  senices  me  often  nni  from  mi 
individiuil’s  home  mid  tyiiically  seix  c* 
usem  for  ulioni  the  BBS  telephoiu^ 
number  is  a loc<il  c<ill. 


Friendships 

I develoiHxi  iiiany  on-line  friendships 
with  peoi)le  I “met”  in  chat  rooms  or 
on  message  boards,  hi  a chat  room, 
you  can  hav('  “real-time”  discussions 
with  others  by  tyiiing  messages  and 
waiting  for  responses.  Message 
boards  work  like  bulletin  boards  in  an 
offic(';  people  publicly  “iiost”  short 
(piestioiis  or  comments  that  can  be 
read  by  anyone  who  \isits  the  board, 
and  any  reader  can  rc'spond  by  post- 
ing his  or  her  own  message.  On-line 
relationships  typically  begin  with 
exchanges  in  these  jiublic  foinms, 
then  graduate  to  the  exchange  of  i>ri- 
\ ate  messages  through  electronic  mail 
(or  “e-maii”). 

I de\ eloped  on-line  friendships  that 
wore  ba.s(*d  on  iiiy  personality  and 
character,  and  liad  nothing  to  do  with 
I my  looks  or  style.  In  fact,  many  of  my 
on-line  friends  still  don't  know  1 have 
a disability.  It  has  never  come  up 
because  it  just  doesn’t  matter. 


Abby  Albrecht,  19,  a junior  at  the  University 
of  Southern  California,  says  she  has  made 
more  than  1 00  on-line  friends  from  ail  over 
the  world. 

Within  a few  moiilhs  after  my  first 
on-line  forays,  my  off-line  friendships 
also  began  to  blossom.  Because  of  the 
acceptance  1 had  experienced  on-line, 
I began  to  open  up  to  the  flesh-and- 
blood  people  I saw  e\'eryday.  I had 
gone  to  class  with  some  of  these  kids 
for  years,  but  had  never  made  the 
effori  to  get  to  know  them. 

t tml niiK'ti  •'// 


1 Telecommunications  Leads 
j to  Independence 

The  world  of  telecommunications  is 
.exciting.  I've  l:>een  on-line  for  more 
I than  a year,  but  I'm  still  thrilled  to  sign  on 
I to  America  Online  (AOL)  and  hear  the 
i computerized  voic  e say  "You've  got 
j mail!" 

i Telecommunications  technology  allows 
: me  do  what  every  other  teenager 
; cicx^s — talk  on  the  phone.  And  the  Ixst 
; tiling  alx)ut  it  is  that  ther<''s  no  r>nc  looking  ov(*r  my  shoulder!  For  the 
I first  time  in  my  life,  I fed  totally  in(le(K*tid(*nt. 

I use  e-mail  to  talk  to  all  kinds  of  iKH>ple  on  the  Internet.  I talk  'o 
— my  Uncle  Eric,  who  works  at  Orack',  a Lirge  software*  < ompaiiy.  He 
helps  mo  wilh  my  math  homework. 

I also  SL'nd  e-mail  to  my  ix*st  triend,  Ntx*tu.  N(*(*tu  just  went  away 
to  college  so  I don't  see  her  very  often  anymore.  This  Is  esjx'c  iallv 
difficult  IxxausL'  I usexi  to  stx*  her  c*vi*r\^  day.  1 miss  the*  !inx*s  we  had 
together.  It  helps  that  I can  WTite  my  tlioughts  and  ftvlings  to  lx*r 
tiiroLigh  p-mail. 

There's  lots  of  stuff  waiting  to  lx*  exi)lore(l  on-line*.  ( )ne  (*,  I alme)sl 
used  an  on-line  service  to  order  flowers  lor  my  r>lsle*r,  Ixit  Mom  taught 
me  in  the  act!  Sometimes,  I visit  "c  hat  r(X)ms"  on  AOL  to  talk  to  other 
pcx)ple  who  are  on-line  <it  the  same  lime*  as  me.  lelee  ommunitaiie)ns 
even  helps  me  wilh  my  homework.  I c an  use*  an  on-line  eiu  yt  lo}Kxlia 
and  download  all  kinds  of  information.  When  my  homework  is 


finished,  I can  even  download  games  to 
play  off-line  on  my  personal  computer 
More  recently,  I discovered  liow  to  use 
my  modem  to  access  the  telephone  relay 
ser\'ice  for  people  who  are  deaf  or  have 
other  disabilities.  Before  I discovercxl  the 
relay,  I needed  help  to  make  phone  calls.  ^ 
Someone  had  to  dial  the  numlx?r  for  me 
and  turn  on  the  speakerphone.  Then  I 
vvcxild  use  my  augmentative  communica- 
tion device  to  have  a phone  conversation. 
With  the  relay  servic  e,  however,  I can 
use  the  [)hone  all  by  myself.  Here's  how  it  works:  I use  my  computer 
and  modem  to  dial  the  relay  st*rvice.  A relay  agent  answers  and 
plac  es  the  c ull  for  me,  then  reads  what  I tyjx*  to  the  |x*rson  I fiave 
( alkxl.  When  that  jx*rson  replic*s.  the  agent  ty|X*s  their  words  and  I 
r(*ac!  it  on  iny  c omputer  monitor.  It  is  neat  having  private  conversa- 
tions; it's  tlu*  first  time  in  my  life  I've  had  secrets. 

— VcViesM  CovCiUi 

Va/K‘ssa  Gn'CtJt/,  /6,  is  d sn/jhomnrr  <U  Misskyn  Son  lose  H/gh  School 
in  r remont.  Cnlifomkh 

ViUK^s^i  nnd  her  motiKr,  ri/c  v;  nre  in  ot  ckvclofdin^  d c//f<x  - 

totv  ()l  tivnd^ors  with  disdhilitks  who  would  like  to  < oniniunicdte  with 
edch  other  by  e-mdil.  Tlx)si^  wlx)  wish  to  /\*  inc  luded  in  tlx*  dinxloiy 
sixyuld {^mdil  the  tollowin}*  infamdtion  to  vdnsc'@doLcom:  ndim\  age*, 

( ity,  stdte,  {^nidil  dcklrc^s  dixl  diiythini^  else  ycx/  would  like  to  sdy  dixyut 
y(Hirsc€  Vex/  will  nxvive  tlx^eunvnt  dircxlory  by  letum  c*-mdil. 


V i’ 
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Getting  Started 

TO  the  uninitiated,  cyberspace  may  seem  like  an  intimidating  place.  In  truth,  how- 
ever, you  need  only  four  components  to  start  exploring  the  on-line  universe:  a 
phone  line,  a personal  computer,  a modem  and  a subscription  to  an  on-line  service. 
For  most  people,  a commercial  on-line  service  like  America  Online  (AOL),  Prodigy, 
CompuServe  or  eWorld  is  the  best  place  to  start.  Subscribers  to  one  of  these  serv'ices 
receive  user-friendly  software  through  which  to  access  the  service.  And  if  you  have 
any  problems  making  that  initial  connection,  you  can  quickly  find  help  by  placing  a 
toll-free  phone  call  to  the  service's  customer-support  helpline. 

Each  commercial  on-line  service  offers  its  members  message  boards,  chat  rooms 
and  other  special  features  such  as  up-to-the-minute  news  and  weaker  reports  and 
on-line  encyclopedias.  The  commercial  services  also  provide  a "gateway"  to  the 
Internet,  which  is  a world-wide  network  of  interconnected  computer  networks. 
Subscribers  to  a commercial  on-line  ser\'ice  like  AOL  have  the  capability  to  send 
electronic  mail  to  other  AOL  subscribers.  But  because  AOL  (like  other  commercial 
services)  is  connected  to  the  Internet,  they  can  also  send  e-mail  to  anyone  who  has 
Internet  access  through  any  other  service. 

Outside  of  the  commercial  on-line  ser\'ices,  many  people  obtain  Interriet  access 
through  an  Internet -connected  computer  netw'ork  at  their  universities  or  places  of 
work.  Others  get  Internet  access  through  local  BBSs  (electronic  bulletin  board  ser- 
vices), community-sponsored  computer  networks  (called  "Freenets")  or  commercial 
Internet  providers  that  charge  a monthly  fee  and  provide  a local  access  number. 

What's  out  there? 

♦ E-mail:lUe  capacity  for  users  to  send  and  receive  electronic  mail  is  often  cited  as  the 
most  important  l^enefit  of  online  communication.  E-mail  refers  to  private  messages  that 
can  be  written  and  sent  instantaneously  to  other  computer  users.  And  unlike  conven- 
tional postal  services — disparagingly  referred  to  as  "snail  ma'I" — e-mail  can  be  sent  and 
received  at  any  time  of  the  day  or  night. 

♦ Mailing  lists:  An  individual  can  use  his  or  her  e-mail  address  to  "subscribe"  to  one  or 
more  of  the  thousands  of  available  e-mail  discussion  grouos,  commonly  referred  to  as 
mailing  lists.  Mailing  lists  allow  subscribers  to  participate  in  ongoing  discussions  on 
almost  every  topic  imaginable.  Any  new  message  or  response  sent  to  a mailing  list  is 
distributed  to  every  subscril:)er. 

♦ Newsgroups:  Internet  newsgroups  work  like  message  lx)ards  on  the  on-line  com- 
mercial services.  More  than  5,000  newsgroups  focus  on  a variety  of  topics.  Each 
newsgroup  stores  messages  on  a computer  in  a central  location,  and  users  read  and 
reply  to  these  messages  from  their  own  computers. 

♦ World  Wide  Web:  The  World  Wide  Web  provides  a way  to  display  information  on 
the  Internet.  The  Web  is  made  up  of  interconnected  "pages"  (sometimes  called  "sites"), 
each  containing  textual  and  graphical  information  on  a specific  topic.  To  access  the 
Web  and  move  from  page  to  page,  users  need  softw'are  known  as  a "Web  browser" 
Most  of  the  commerical  on-line  services  now  offer  their  own  Web  browser  software, 
thus  providing  their  users  with  a gateway  to  this  rapidly  growing  part  of  the  Internet. 

Web  browser  software  allows  you  find  information  on  any  subject  with  the  click  of 
a mouse  button.  There  is  no  need  to  type  complicated  commands.  When  the  browser 
finds  the  location  you  want,  it  downloads  (receives)  the  information  from  the  com- 
puter at  that  site  and  displays  it  on  your  computer. 

Take  the  plunge! 

Chances  are,  some  of  the  f^eople  you  know  .-ire  already  on-line.  Talk  to  your  friends 
and  find  out  about  the  on-line  services  they're  using.  Then  go  ahead  and  give  it  a try! 


ruHfnno  tl  ftnm  /•<///»•. jT 


My  now  friends,  on-  and  off-lin*  , all 
had  one  thing  in  coniinon — they  (iidn’t 
care  that  I used  a wiu'olchair;  th(\v 
liked  nu*  for  ni('. 

Creating  coininunities 
After  graduating  from  high  school,  I 
Ix'gan  my  college  studies  at  the 
ITiiversity  of  Soiitheim  California. 

O 
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I'ufortunately,  iny  family’s  computer 
equipment  stayed  home.  When  1 
could  afford  to  buy  a modem  during 
my  sophmon'  yc’ar,  I was  ahh'  to  get 
reac(|uainted  with  AOL  and  the  local 
BBSs.  I was  also  ahh*  to  get  a free 
Internet  account  through  the  univ('r- 
sity.  The  Internet  (an  electronic  net- 
work of  hundnMls  of  thousands  of 

1!)!)5 


interconnected  networks)  did  not 
have  the  fancy  graphics  and  user- 
j friendly  interface  of  the  commerical 
! on-line  services,  but  I didn’t  care.  I 
i was  anxious  to  explore  this  new 
; dimension  of  cyberspace, 
i Around  that  time,  a magazine  I was 
reading  suggested  checking  out 
I Internet  “newsgroups”  about  the  “X- 
i Files,”  one  of  my  favorite  television 
! shows.  When  I went  on-line  looking  for 
I these  newsgroups,  I also  discovered  e- 
I mail  discussion  groups,  or  “mailing 
j lists.”  There  are  thousands  of  these 
i lists  on  the  Inteniet.  Each  brings 
I together  people  with  a common  inter- 
est— everything  from  a favorite  televi- 
j sion  series  to  a college  alumni  associa- 
I lion  to  a specific  disability.  F^or  exam- 
j pie,  one  of  the  five  groups  I joined 
I revolves  around  David  Duchovny,  star 
I of  “Tlie  X-Files.”  It  was  strange  and 
j exhilerating  to  “talk”  with  people  from 
I all  over  the  country  who  shared  my 
interests  and  tastes. 

I Although  members  of  these  groups 
I come  together  because  of  a common 
; interest  in  a specific  topic,  I soon  dis- 
I covered  that  conversations  veer  into 

■ other  topics  as  well.  The  anonymity  of 
< on-line  conversation  may  make  people 

feel  more  comfortable  talking  about 
I subjects  they  would  never  think  of  dis- 
I cussing  uith  off-line  friends, 
i Karen  Knight,  one  of  my  on-line 
I friends  from  Ducho\my-L  (the  "L”  iden- 
: tifies  it  as  a mmling  list),  agrees.  “Tlie 

I gang  at  Duchovny-L  has  become  my 
’ fiunily,”  she  says.  “We  talk  about  many 
j things.  We  hav^e  rational  discussions 

■ about  religion,  abortion,  sexual  oiienta- 
j lion  and  a number  of  other  issues.” 

‘ On-line  communities  also  offer  peo- 
' pie  with  disabilities  a way  to  make 
connections  with  others  who  are  dciU- 
, ing  with  similar  challenges.  On-line 
I disability  forums  offer  opportunities 
to  share  thoughts  and  ideas.  Topics 
can  range  Irom  peisonal  care  atten- 
dmits  to  dating.  As  Rachel  Stewari, 
on('  of  my  old  friends  from  muscular 
dystrophy  camp,  explains,  “I  can’t  talk 
to  my  [able-bodied]  friends  about 
I'verything.  They  don’t  understand 
some  of  th('  things  I’v('  been  through. 
But  on  AOL,  I can  talk  with  other  peo- 
ple who  are  disabled  and  know  what  I 
f‘  with  ever>'  day.” 

OO  X 


Fourteen-year-old  Rachel  Stewart  (left)  enjoys  frequent 
e-mail  communications  with  her  friend,  Annie  Wilson  (right), 
13,  who  lives  an  hour  away,  on  the  other  side  of  the  San 
Francisco  Bay.  Both  girls  have  spinal  muscular  atrophy. 


Warm  fudge  and  soda 
Last  summer,  “X-P'ilcs*’  fans  who  luul 
been  on  AOL  for  about  a 

year,  decided  to  lake  a bold  step  out 
of  anonymity.  Together,  we  planned 
an  “AOL  ‘X-Files’  Convention"  in  Las 
Vegas,  the  first  of  what  we  hoped 
would  become  an  annual  event. 

Finally,  everyone  who  had  been  writ- 
ing to  each  other  for  the  last  year 
would  have  the  chance  to  see  their 
friends,  face-to-face. 

Once  we  wf^re  relaxeci  c nough  to 
speak  as  honestly  in  person  as  we  do 
on-line,  everyone  admitted  to  an  initial 
feai-  of  attending  the  convention— 
iftheif  don't  like  me  in  persofi?  But 
our  on-line  relationships  had  already 
gone  beyond  the  supeificial;  looks  still 
didn’t  matter.  One  of  my  fiiends  and  I 
spent  several  hours  bonding  over  wjirm 
fudge  and  soda— something  we  could 
never  do  througli  a modem. 

A valuable  tool 

On-line  services  are  definitely  addic- 


tive. Everyone  learns  modera- 
tion after  a while.  But  in  the 
beginning,  when  I was  trying 
to  learn  everything  I could, 
my  AOL  bill  was  huge. 

Still,  it  s impossible  to  put  a 
piice  lag  on  what  my  on-line 
travels  have  gix'en  me.  If  I had 
not  learned  to  open  up  to  com- 
plete strangers  in  cyberepace,  1 
nev^^r  would  have  had  the 
courage  to  go  out  and  find 
friends  off-line.  And  it  was  on- 
line comnuuiication  tJiat  first 
sparked  my  interest  in  waiting, 
an  interest  that  has  led  me  to 
pursue  a career  in  public  rela- 
tions. Telecommunicalioas  is  a 
valuable  tool — a tool  that  has 
helped  me  learn  more  about 
who  I am  and  who  1 can  be.  EP 

Abb ij  Albrecht,  19,  is  a Junior  at  the 
Iftiiversit  p of  Southern  Calijorn  ia, 
irhere  she  is  majoring  in  public 
relations.  She  is  a staJJ  icriter  and  a 


book  editor  for  the  student  ne^rs- 
paper  Tm:  Daily  Trojas.  She  also 
ivorks  in  the  university's  Office Jbr 
Students  with  Disabilities,  where 
she  helps  other  students  with  dis- 
abilities adjust  to  lij'e  on  campus. 
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What  theyVe  saying  about: 

The  Best  Toys,  Books  <g  Videos  for  Kids 

The  chapter  on  adaptinf^  toys  for  children  with 
.special  needs  is  outstanding,  lots  of  fun  ideas  for 
parents  and  kids — just  like  the  entire  hook.” 

Stiinlcy  n.  Klein,  Ph.O. 
EJiroran'Cliicf,  Excelnional  Parent  majuarine 

An  excellent  re.source  for  parents,  family 
members,  and  other  caregivers  to  help  guid.' 
them  to  learn  about  all  aspects  of  the  value  of 
play  and  toys  and  how  to  use  them  with  our 
children  who  have  disabilities.” 

—Patricia  Mctnll  Smirli,  Executive  Director 
Nariotial  Parent  Network  ,m  Disahilities 
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The  Magic  Wand  Keyboard 

Computer  Access  that  Fits  in  a Ciassroom 


The  Magic  Wand  Keyboard  is  a miniature  computer 
keyboard  that  requires  no  strength  or  dexterity.  It  is 
used  in  schools  all  over 
the  United  States  and 
Canada,  from  kinder- 
garten through  college. 

It  gives  full  computer 
access  to  children  of 
any  age:  using  zero- 
force  electronic  keys. 

Children  with  disabilities  ranging  from  MD  to 
neurological  disorders  to  spinal  cord  injuries  can 
use  a computer,  and  mouse,  with  the  slightest 
touch  of  a wand  (hand-held  or  mouthstick). 

Your  child  can  use  the  Magic  Wand  Keyboard  in 
elas.s,  to  do  homework,  write,  play  games.  So  can 
family  and  friend.s-becau.se  it  works  just  like  any 
other  keyboard.  Simply  and  easily. 

30-day  money-back  guarantee.  IBM/Apple  Macintosh  compatible. 

In  Touch  Systems 

II  Westview  Road  ♦ Spring  Valley.  NY  10977 

800-332-MAGIC 


STANDING  POWER 


Yes  to 
medicare! 


Everyone  knows  standing  is  a practical  necessity! 

The  obvious  benefits  are  improved  circulation,  lessened  muscle 
spasms  & contractions,  improved  bowel  and  bladder  regularity,  skin 
integrity,  etc.  The  problem  is;  how  do  1 habitually  implement  this  in 
my  already  demanding  schedule?  At  Redman  we  believe  we  liave 
the  answer  in  our  Chief®,  a well  designed  and  manufactured  power 
chair,  with  the  ability  to  power  you  into  a stand  at  your  command 
and  priced  far  below  what  you  may  expect.  Call  today  for  more 
infonnation  or  a demonstration.  GROVV7H  PACKAGE 

CALL  800-727-6684  available  for  children 


Redman  Powerchairs 
945  E.  Ohio,  Ste.  #4  • Tuscon,  AZ  85714 
(520)  294-2621  • FAX  (520)  294^8836 


Circle  #122 


Circle  #249 


Haverich  Ortho-Sport,  Inc. 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America. 
Steel  frame.  Duel  caliper,  drum 
and  coaster  brakes  available. 
Parking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 

Use  of  Safety  Helmet 
Required 


Circle  #166 


/y/ace  a/t  ac/ 

f/f 

Exceptional 

Parent 

Marketplace 

con/acf: 

ROY  WHITAKER 
(505)  821-3414 

oi'/ii.vto; 

(505)  821-2178 


ERIC. 
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guest  editorial 


by  Alan  Brightman 


In  tlu'  fu'Ui  of  (iisabilities,  discus- 
sions about  the  future  ofliigli 
technology  seem  to  invariably 
center  around  things.  New  gad- 
gets, faster  gadgets,  gadgets  that  do 
the  wondrous  and  gadgets  that  do  the 
nuindane.  Hardware  things.  Software 
things.  Always,  it  seems,  talk  about 
the  future  is  talk  about  some  thing. 

Which,  in  my  opinion,  misses  what 
the  future  is  really  going  to  be  about. 

Whm  I think  about  tomorrow  and 
next  year  and  five  years  from  now, 
what  excites  me  more  than  anything 
else  is  the  idea  of  connectedness,  no 
longer  being  isolated,  making  choices 
to  pailicipate  in  \irtually  anything. 

('onnectedness  is  a concept,  not  a 
thing.  And  yet,  it  s wdiat  I believe  the 
future  of  high  technology  will  offer  to 
everyone  (*oncenied  with  kids  mid 
adults  with  disabilities,  with  their  par- 
ents and  family  niembei's,  and  with 
the  helping  professions  that  serve 
them  all. 

In  a recent  advertisement,  AT&T 
used  the  phrase  “long-distance 
logethernc'ss."  'Phat  phrase  beauti- 
fully describes  the  future  I see. 
Telecommunications,  online  services, 
the  Internet,  the  “information  super- 
highway”— you’ve  sur  ely  heard  of 
these  things.  But  ha\e  you  tried  them 
yet?  Have  you  staried  to  experience 
the  futur'e? 

It’s  time.  The  futur*e  is  just  about 
here. 

We  ar*e  experiencing  th('  benefits  of 
this  futur  e even  today.  With  tcdecorn- 
muiiications,  parents  are  consulting 
and  commiserating  with  odier  parents 
in  faraway  stat^,  e%*en  other  (*oun- 
txies — all  for  the  pri^'e  of  a l.o(*al 
phone  call.  Kid.s  are  chatting  with 
oUier  kids — hundreds  at  a tinu'  or 
one-on-one — sending  the'  sound  of 
laughter  across  standard  phone  liru's. 
Researchers  are  scanning  lihr  ary  col- 
lections in  seconds,  no  mattcM  wIumv 
the  library  is  located* 


None  of  us  knows  w^here  the  infor- 
mation highway  will  lead.  But  tliat 
shouldn’t  stop  us  from  beginning  our 
individual  journeys.  It’s  okay  to  gel  lost 


(and  you  will).  Like  any  w^anderer,  you 
will  stumble  upon  the  unexpected.  And 
you'll  be  amazed  by  what  you’ll  find. 

conli^furd  o// 


My  Television  Classroom 


While  undergoing  six  months  of 
chemotherapy,  Joe  “atlerxlecf  school 
by  television  monitor  in  his  dad’s  homo 
office,  wheie  Bell  Atlantic  had  installed 
an  ISDN  connection. 


My  name  is  Joseph  Zlotek,  but  everyone  calls  me 
Joe.  I am  10  years  old.  I live  with  my  mom,  dad 
and  baby  sister,  Sarah. ! go  to  Cedar  Creek 
Elementary  School  in  Forked  River,  New  Jersey. 

1 like  going  to  school.  But  last  year,  ! couldn't 
go  to  school  for  five  months.  1 had  to  have  a tutor 
come  to  my  house.  I really  wanted  to  go  to 
school  Instead  of  having  a tutor,  but  because  of 
chemotherapy,  I couldn't. 

Then  the  phone  company  (Bell  Atlantic,  to  be 
exact)  called  my  mom.  They  told  us  we  could 
have  a special  telephone  hookup  that  would  let 
me  be  part  of  my  class  from  home.  The  telephone 
company  people  came  and  hooked  it  up  In  my 
Dad's  home  office. 

It  was  really  cool.  It  was  called  ISDN.  ISDN 
stands  for  Integrated  Services  Digital  Network. 

ISDN  let  me  see  and  hear  the  teacher  and  the  kids  at  sch(X>l  on  a TV  at  home.  They  had 
a TV  in  the  classroom,  so  they  could  sec  and  hear  me,  too.  I could  even  read  the  same 
book  as  the  class  because  of  a "document  camera"  that  sat  beside  the  TV.  The  camera 
looked  kind  of  like  an  overhead  projector. 

One  day,  my  whole  TV  screen  went  black.  I could  still  hear  everybody  at  school,  but  I 
I couldn't  see  them.  Fortunately.  1 was  able  to  fix  the  problem  myself  by  using  the  small 
i control  board.  It  wasn't  a serious  prob- 

lem. It  would  have  been  more  serious  if  I 
couldn't  hear  anything  through  the  TV. 
Then  we  would  have  h..d  to  call  Bell 
Atlantic.  They  told  us  they  would  come 
any  time  I needed  them.  But  that  never 
happened. 

It  was  great  using  ISDN  to  see  every- 
body at  school. !'  w'as  great  to  be  in 
class,  except  I couldn't  go  outside  to 
recess.  So  I asked  mv  teacher,  Mrs. 
Schmitt,  if  a few  of  my  friends  could  stay 
in  from  recess.  She  agreed,  and  we  were 
able  to  use  ISDN  to  talk  and  play  during 
recess. 

— joe  Zlotek 


The  document  camera  allowed  Joe  to  look  at 
the  same  books  and  worksheets  as  his  class 
at  school. 


In  lanuary  1994,  joe  Zlotek  was  duip,nose<l  with  a germ-cell  tumor  in 
his  throat.  He  had  surgery  to  remove  the  tumor,  followed  by  six 
months  of  chemotherapy.  Now  10,  /rx?  is  in  the  fourth  grade  at 
Cedar  Creek  Elementary'  School  in  Forked  River,  New  jersey. 
Doctors  monitor  his  condition  with  monthly  blood  tests,'  to  date  he 

remains  cancer-free. 
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Private,  501(c)(3) 
Nonprofit  Community 


OAK  HnX  SCHOOL 

1(K) ) cci /N  of  Conif  >assi(»  i 
Hxcc[)lional  people  deserve  excep- 
tional care.  (dB  Oak  Hill  Sc1uk)1  enters 
its  second  ceniury  of  compassionate 
care  and  ground-breaking  education 
(or  children  and  adults  w[{\\  sev  ere 
developmental  disabilities. 

• Rc‘sidential  living 

• Day  and  v(K*ational  j'lrograms 

• Ixning.  suc)|X)nive  environment 

• Dedicated,  highly-ciualiried  staff 

CIB/Oak  Hill 

120  I lolcomb  St. 

Hartford.  (T  0()112 
(20.^)  2 


‘THEIR  COIVIMUNITY. . .\VTTH  OUR  HELP” 
Resident ial.  day,  and  ev  ening  prognuns 
and  semees  for  adults  with 
dev’elopmentcd  disiibilities. 

• Paid  \ ocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Iafe  Skills 

• Therapeutic  Recreation 

• (’ase  Management 

• Health  Seivices 

• Off-C'ampiis  Activities 

• 125-Acre  Wooded  Environment 

.Aiinandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Siivvanee,  GA  BO  174 
(770)  945-8:381 


MAXIMIZING  INDIVIDUAL 
POTENTIAL”  C ommunity-lxised, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Iluman  Seivices,  Inc. 

• 12-iuo.  day/resident iai  programs. 

• 10  miles  west  of  Boston. 

('ontact:  Admissions  Director 
The  Learning  Center 
411  \Vav('rlev  Oaks  Road 
Waltham,  MA  02154 
(017)  89B-0000 


Children’s  Care 
Hosimial  & Sniooi. 

For  ( hildren  trith  Dmbiiiiies 
and  Their  FamHie.H 


CHILDREN’S  CARE  HOSPITAL 
& SCHOOL  (jhnuvrUf  Crippled 
(liildmi's  IlospHnl  School)  is  a 
private,  nonprofit  facility  seiving 
over  1000  children  and  families  c*ach 
year.  Individualized,  ‘Vtnily-c(mtered 
programs  availabU'  through  day 
school,  outpatient,  outreach,  or  rt'si 
deuce.  Pediatric  rehabilitation  pro- 
gra.m  now  offinc'd. 

(’ontact:  Nat  ban  Andei*son 
Children’s  Care  Hospital  & School 
25(ff  W('st  2t)lh  Slrt'ct 
Sioux  Falls.  SI)  57I05-24DS 
((>05)  :l:l()-lH40  or  (800)  584-9294 
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In  this  connected  futun',  we‘11  learn  to  expect  the  unex- 
pected and  to  attain  the  previously  unattainable. 

Want  to  attend  that  all  impoilant  conference,  but  just 
can’t  afford  to  hop  on  a plane  and  be  aw’ay  for  three  days? 
No  problem:  connect  to  the  conference  from  your  kitchen 
table.  Listen,  watch,  participate — at  your  coiwenience,  with 
just  a local  phone  call. 

Does  your  third-grader  need  to  spend  the  next  month  in 
the  hospital  disconnected  from  her  chtssmates,  from  show- 
and-tell?  No  problem,  (n't  her  connected.  Technology  can 
be  a bridge  to  what  she  left  behind.  (C'an  you  believ’e  some 
critics  still  uj’gue  about  the  miti-social  aspects  of  high  tech- 
nology?) 

This  sounds  like  a possibly  interesting  future,  you  say. 
But  aren’t  the  nuts  and  bolts  of  it  all  too  difficult  for  the 
av’erage  me?  Not  at  all — especially  if  you  already  know 
how  to  use  a personal  computer  and  a telephone.  It’s  nei- 
ther complicated  nor  expensive.  And  its  value  will  far  out- 
w'eigh  its  expense. 

We  hav'e  always  characterized  computers  as  the  technol- 
og,v  of  independence.  We’v’e  represented  them  that  way 
because  children  and  adults  with  disabilities  viewed  these 
devices  in  just  these  tenns. 

In  the  future,  those  terms  will  change.  Tlu'  technology, 
a set  of  devices,  will  be  no  more  exciting  tlum  a rotaiy 
phone.  But  thanks  to  advances  in  lelecomnumications. 
what  we’ll  be  able  to  do  with  that  technology  will  bring 
about  an  unprecedented  democratization  of  individual 
oppoH  unity. 

At  tb.e  moment,  w(»  can  only  imagiiu'  these  kinds  of 
dreams  mid  ideas.  Your  family  should  be  pai1  of  that  imag- 
ining. You  need  to  be  pail  of  that  imagining. 

After  all,  it’s  not  our  futunv  It’s  youi*s. 

And  if  you  don’t  start  dreaming  about  it,  and  making  it 
happen,  who  will?  EP 

Ahm  Briphtiudii  is  the  nianaprr  of  Apple  Computer's 
WorUUride  Disahilitp  Solutions  Group,  which  hefouuded 
iu  WHO. 


HAym  CGN1ER 

/)  PIacc  PtefJU. 

Announces  a new  deluxe  care  group  home 
in  Kendall,  Florida. 

We  offer:  private  room  • gourmet  meals  • extra  staff 
to  go  with  our  nationally-recognized  training  and 
recreational  programs  for  the  developmentally  disabled 

For  information  call  (305)  271*3232 

Haven  Center  is  a non  f ref  it,  fully  accredited  residential 
and  developmental  facility 

— — r g ) 
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Technology  Resources 

AUianoe  fwliechnology  Access  Centers 


The  Alliance  for  Technology  Access  (ATA)  began  in  1987  as  a joint  project  of  a grass- 
roots organization— Disabled  Children’s  Computer  Grouf>— and  a major  corporation— 
Apple  Computer. 

From  this  small  group  of  parents,  consumers  and  professionals,  the  ATA  has  grown 
into  one  of  the  nation’s  largest  resources  to  help  adults  and  children  with  disabilities  gain 
access  to  the  benefits  of  adaptive  technology. 


The  ATA’s  most  important  means  of  promoting  technology  access  may  be  its  nation- 
wide network  of  community-based  assistive  technology  resource  centers.  ATA  centers 
work  with  a wide  variety  of  individuals  and  organizations  and  have  no  eligibility  criteria 
for  determining  who  may  receive  services.  Most  centers  provide  hands-on  consultations 
and  product  demonstrations,  make  recommendations  and  referrals,  and  present  work- 
shops on  technology  use. 


ALABAMA 

Birmingham  Alliance  for 
Technology  Access  Center 

Birmingham  Independent 
Living  Center 
206  13th  St  S 

Birmingham.  AL  35233-1317 
(205)  251-2223  (V/rm 
(205)  251 -0605  (fax) 

E-mail:  bilcala@aol.com 

Technology  Assistance 
for  Special  Consumers 
PO  Box  443 
Huntsville.  AL  35804 
(205)  532-5996  (V/TTY) 

(205)  532-5994  (fax) 

E-mail:  tascal@aol.com 

ALASKA 

Alaska  Services 
For  Enabling  Technology 

207  Moller  Dr 
PO  Box  6485 
Sitka.  AK  99835 
(907)  747-7615  (voice) 

E-mail:  asetseak@aol.com 

ARIZONA 

Technology  Access  Center 

of  Tucson 

471 OE  29th  St 

PO  Box  13178 

Tucson.  AZ  85732-3178 

(520)  745-5588.  ext  412  (voice) 

(520)  758- 021 9 (fax) 

E-mail:  tactaz@aol.com 

ARKANSAS 

Technology  Resource  Center 

c/o  Arkansas  Easter  Seal  Society 
3920  Woodland  Heights  Rd 
Little  ROCk.AR  72212-24C5 
(501)  227-3600  (voice) 

(501'  227-3601  (fax) 

E-mail,  atrce@aol.com 

CALiroRNlA 

Cwitor  for  Accessible 

Itehnolooy 

2547  8thSt.12-A 
Berkeley.  CA  9471 0-2572 
(510)  841-3224  (V/TTY) 

(510)  841-7956  \fax) 
(510)841-5621  (BBS) 
E-miN:dQniOlOl-com 


Computer  Access  Center 

5901  Green  Valley  Cir,  Ste  320 
Culver  City.  CA  90230 
(310)  338-1597  (voice) 

(310)  829-9895  (fax) 

E-mail:  cacofsmca@aol.com 

Sacramento  Center  for 
Assistive  Technology 
4370  Mather  School  Rd 
Mather.  CA  95655 
(916)  361-0553  (V/TTY) 

(916)  361-0554  (fax) 

E-mail:  scatca@aol.com 

Special  Awareness 
Computer  Center 

Rehab  Unit.  North 
2975  N Sycamore  Dr 
Simi  Valley.  CA  93065 
(805)  582-1881  (voice) 

(805)  532-2855  (fax) 

E-mail:  saccca@aol.com 

Special  Technology  Center 

590  Castro  St 
Mountain  View.  CA  94041 
(415)  961-6789  (voice) 

(415)  961-6775  (fax) 

E-mail:  stcca@aol.com 

Team  of  Advocates 
for  Special  Kids 

100  W Cerritos  Ave 
Anaheim.  CA  92805 
(714)  533-8275  (voice) 

(714)  533-2533  (fax) 

E-mail:  taskca@aol.com 

FLORIDA 

CITE  (Center  for 
Independence,  Technology 
and  Education) 

215  E New  Hampshire  St 
Orlando,  FL  32804 
(407)  896-2483  (voice) 

(407)  895-5255  (fax) 

E-mail:  comcite@aol.com 

GEORGIA 

Tech-Able 

1140  Ellington  Dr 
Conyers.  GA  30207-4323 
(770)  922-6768  (voice) 

(770)  922-6769  (fax) 

E-mail  tekablega1@aol  com 


HAWAII 

Aloha  Special  Technology 
Access  Center 

710  Green  St 
Honolulu,  HI  96813 
(808)  523-5547  (voice) 

(808)  523-5548  (fax) 

E-mail:  stachi@aol.com 

ILLINOIS 

Northern  Illinois  Center  for 
Adaptive  Technology 

3615  Louisiana  Rd 
Rockford.  IL  61 108-6195 
(815)229-2163  (voice) 

(815)  229-2120  (fax) 

E-mail:  ilcat@aol.com 

Technical  Aids  & Assistance 
for  Persons  with  Disabilities 
(TAAD)  Center 

1 950  W Roosevelt  Rd 
Chicago,  IL  60608 
(312)  421-3373  (V/TTY) 

(312)  421 -3464  (fax) 

E-mail:  taad@interaccess.com 

INDIANA 

Assistive  Technology  Training 
and  Information  Center 
(AniC) 

3354  Pine  Hill  Dr 
PO  Box  2441 
Vincennes.  IN  47591 
(800)  9G2-8842  (V/TTY) 

(812)  886-0575  (V/TTY) 

(812)  882-1128  (fax) 

E-mail:  inattic1@aol.com 

KANSAS 

Technology  Resources 
and  Solutions  for  People 

1 71 OW  Schilling  Rd 
Salina,  KS  67401 
(913)  827-9383  (V/TTY) 

(913)  823-2015  (fax) 

E-mail:  trspks@aol.com 

KENTUCKY 

Bluegrass  Technology  Center 

169  N Limestone  St 
Lexington.  KY  40507 
(606)  255-9951  (V/TTY) 

(606)  255-0059  (fax) 

E-mail;  bluegrassc@aol.com 


Enabling  Technologies 
of  Kentuckiana 
(enTECH) 

Louisville  Free  Public  Library 
301  York  St 

Louisville.  KY  40203-2205 
(502)  574-1637  (voice) 

(502)  574-1674  (TTY) 

(502)  582-2448  (fax) 

E-mail:  entecky@aol.com 

SpeciaLink 
36  W 5th  St 
Covington.  KY  41011 
(606)  491-2464  (V/TTY/fax) 

E-mail:  spclinkky@aol.com 

MARYLAND 

Learning  Independence 
, Through  Computers 

' 28E0stendSt.Ste140 
■ Baltimore.  MD  21230 
(410)  659-5462  (voice) 

(410)  659-5469  (TTY) 
(410)659-5472  (fax) 

E-mail:  lincmd@aol.ccm 

MASSACHUSETTS 

Massachusetts 
Special  Technology 
Access  Center 
12  Mudge  Way  1-6 
Bedford.  MA  01730-2138 
(617)275-2446  (voice) 

E-mail:  mastacma@aol.com 

MICHIGAN 

Living  & Learning 
Resource  Centre 

Physically  Impaired 
Association  of  Michigan 
600  W Maple  St 
Lansing.  Ml  48906-5038 
(800)  833-1996  (V/TTY:  Ml  only) 
, (517)487-0883  (V/TTY) 

' (517)487-1605  (fax) 

E-mail;  llrcmi@aol.com 

MINNESOTA 

PACER  Computer 
Resource  Center 

4826  Chicago  Ave  S 
Minneapolis.  MN  55417-1098 
(612)  827-2966  (V/TTY) 

(612)  827-3065  (fax) 

E-mail;  pacercrc@aol.coin 


MISSOURI 

Technology  Access  Center 
12110  Clayton  Rd 
St  Louis.  MO  63131-2599 
(314)  569-8404  (voice) 

(314)  569-8446  (TTY) 

(314)  993-5937  (fax) 

E-mail;  mostltac@aol.com 

MONTANA 

Parents,  Let’s 
Unite  for  Kids 

MSU-B/SPED  Bldg.  Rm  267 
1 500  N 30th  St 
Billings.  MT  59101-0298 
(406)  657-2055  (V/TTY) 

(406)  657-2061  (fax) 

E-mail:  plukmt@ao!.com 

NEW  JERSEY 

Center  for  Enabling 
Technology 
622  Route  10W.Ste22B 
Whippany.  NJ  07981-0272 
(201)428-1455  (voice) 
(201)428-1450  (fax) 

E-mail:  cetnj@aol.com 

Computer  Center 
for  People 
with  disAbilities 

35  Haddon  Ave 
Shrewsbury,  NJ  07702 
(908)  747-5310  (voice) 

(908)  747-5936  (fax) 

E-mail:  ccdanj@aol.com 

NEW  YORK 

Techspress 

Resource  Center 
for  Independent  t-iving 
PO  Box  210 
Utica.  NY  13502-0210 
(315)  797-4642  (voice) 

(315)  797-5837  (TTY) 

(315)  797-4747  (fax) 

E-maii:  txprsny@aol.com 

NORTH  CAROLINA 

Carolina  Computer 
Access  Center 

Metro  School 
700  E Second  St 
Charlotte.  NC  28202-2826 
(704)  342-3004  (voice/fax) 

E-mail  ccacnc@aol.com 
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INTRODUCING... 


-i- HOLLY.COM 

The  NEW  augmentative  communication  device 
everybody  is  talking  about!!!!!! 

..  . Portable  • Affordable  • User  Friendly 

Vi 

Otter 


• built-in  3 1/2"  disk  drive  • quick,  easy  to  program  • saves  all  previous 
work  • quick  change,  coded,  standard  size  (8  1/2"  x 1 1 ) overlays 
• tift-up,  adjustable  keyboard  • 8 or  32  key  • tactile  key  feedback 
• large  easy  touch  transparent  keys  • superior  voice  clarity 
• jack  for  access  by  alternate  switches  • PC  connectable,  RS  232C 
serial  port  • built-in  storage  compartment  • programmable  debounce 
time  • linear  and  row/column  scanning  • low  battery  indicator  light 


COMMUNICATION  DEVICES,  INC. 

2433  Government  Way,  Suite  A • Coeur  d’Alene.  ID  83814 
Phone  (208)  765-1259  • Toll  Free  1 (800)  604-6559 
Call  for  a free  brochure  or  video 
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Meeting  the  future  needs  of  a son  or 
daughter  with  a disability  is  a 
challenging  task,  but  one  vou  can 
manage  with  the  help  of  an  EPPD  Life 
Planner.  EPPD  professionals  are  at 
work  now  helping  families  like  )'ours 
throughout  the  countrv'.  Let  us  show 
you  how  to  help  secure  your  family 
meinbcfs  future.  Call  tcxlay  to  arrange 
a no  obligation  appcMininent  with  an 
EPPD  Life  Planner  near  ytiu. 

Available  now.  the  new  I edition  of 
Pl.inning  Foi  The  Future,  the  widcK’- 
acclaimcd  authoiitative  b(H)k  on  hie 
and  estate  planning  foi  families  w lio 
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Our  prices  moke 
everyone  happy! 


Send  for  a free  catalog 
of  adaptive 
equipment. 


Circle  #123 


"FINALLY,  TECHNOLOGY  dFSLGNFD 
SPECIFICALLY  FOR  MY  DAUGHTER'S 
UNIQUE  MONEY  MANAGEMENT  NEEDS'." 


have  a child  with  a disability.  To  order, 
call  800-247-6553  (S24.95  per  book 
plus  S3.50  each  shipping). 


liSIATI-  PI,ANNINC;  I'OK 
I’h'KSONS  Win  1 DISAI3IM 1 IhS 

A Di,  O'  LjS' lri  (•  t liVy 

800-448-1071 
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MoneyCoach  is 
a multimedia 
software  program 
designed 

specifically  to  give 
individuals  with 
cognitive 
challenges  more 
independence 
and  better 
understanding  in 
budgeting  and 
checkbook 
management. 


John's  Budget 


/nferacfiVe  mitimedis  minimizes  deficits  m reading,  wnting  and  math 


"I  can't  help  ii  if  I'm  good  at  this!!" 

-Carl,  Agency  Consumer 

"I  think  my  staff  will  like  it  just  fine,  once  I 
show  them  how  to  do  it!" 

-Barb,  Agency  Consumer 
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Meeting  the  Challenge,  Inc. 

363C  !33  Cccalc  Sc'^os  COB093' 


3 -800-864-4264. 

PH.  719-444-0252 
FAX  .719-444-0269 
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The  TECH  TOTS  Project  Technology  belongs  to  everyone 

by  Kathleen  Gradel 


OHIO 

Technology 
Resource  Center 
301  Valley  St 
Dayton.  OH  45404-1840 
(513)  222-5222  (voice) 

(513)  222-2101  (fax) 

E-mail;  trcdoli@aol.com 

RHODE  iSUlND 

TechACCESS  Center 
of  Rhode  Island 

300  Richmond  St 
Providence.  R1 02903-4222 
(800)  916-8324 
(Rl  only:  V/TTY) 

(401)  273-1990  (V/TTY) 
(401)831-1131  (fax) 

E-mail:  accessri@aol.com 

TENNESSEE 

East  Tennessee  Technology 
Access  Center 

3525  Emory  Rd  NW 
Powell.  TN  37849 
(423)947-2191  (V/TTY) 

(423)  947-2194  (fax) 

E-mail:  etstactn@aol.com 

Technolociy 
Access  Ciinter 
of  Middle  Tennessee 
2222  Metro  Center  Blvd. 

Ste.  126 

Nashville.  TN  37228 
(800)  368-4651  (VTIY) 

(61 5)  248-6733  (V/TTY) 

(61 5)  259-2536  (fax) 

E-mail:  tactn@aol  com 

West  Tennessee 
Special  Technology  Access 
Resource  Center 
(STAR  Center) 

60  Lynoak  Cove 
lackson,  TN  38305 
(901)  668-3888  (voice) 
(901)668-1666  (lax) 

E-mail:  startn@aol.com 

ITTAH 

Compulef  Center  for 
Citizwis  with  Disabilities 
2056  S 1100  E 
Salt  Uke  City,  UT  841 06 
(801)  485-9152  (V/TTY) 

(801)  485-8675  (fax) 

E-mail:  cccdut@aol  com 

VIRGIN  iSUNDS 

VbulnMands 
Rsfource  Center 
for  the  Disabled 

PO  Box  1825 
St  Thomas,  USVl  00803 
(809)  777-2253  (voice) 

(809)  774-5816  (fax) 


Sarah,  a two-year-old  who  cannot  crawl 
or  walk,  is  known  in  her  neighborhood 
as  “the  kid  with  her  own  car."  She  gets 
around  in  a yellow,  battery-operated 
jeep,  by  pressing  a switch  on  the  steer- 
ing wheel,  instead  of  the  “accelerator" 
pedal.  Sarah’s  mom  laughingly  says,  "I 
think  she  drives  just  like  her  father" 

Sarah  found  her  car  at  a TECH  TOTS 
Library,  a project  of  United  Cerebral  Palsy 
Associations,  Inc.  (UCPA).  These  libraries  ' 
give  families  of  preschoolers  with  disabili- 
ties an  easy  way  to  try  out  different  types 
of  technology--everything  from  toys  and 
computers  to  mobility  equipment 
Today,  there  are  19  TECH  TOTS 
libraries  nationwide,  reaching  over  1 .000 
families  of  children  with  disabilities  each 
year.  Membership  costs  up  to  $25  per 
year  and  varies  from  site  to  site;  sliding 
scale  options  and  alternative  methods  of 
payment,  such  as  volunteering  time,  are 
available. 

There  are  three  ingredients  to  the 
TECH  TOTS  “recipe.”  First,  families  are  in 
charge.  TECH  TOTS  libraries  are  run  by 
. parent  coordinators — family  members 
who  already  know  the  "ins  and  outs”  of 
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technology.  Coordinators  do  everything 
from  teaching  other  families  and  young- 
sters to  use  equipment,  to  organizing 
and  maintaining  all  equipment,  to 
recruiting  library  members.  A second 
Ingredient  is  the  equipment  itself: 
libraries  stock  the  full  range  of  comput- 
ers, toys,  adaptive  switches,  mobility 
equipment  and  more.  The  most  vital 
ingredient  is  the  belief  and  practice  that 
technology  belongs  to  everyone.  This 
means  that  families  borrow  equipment, 
just  as  they  would  check  out  books, 
tapes  and  records  at  the  local  public 
library,  or  rent  a video  game.  TECH  TOTS 
Is  based  firmly  on  the  philosophy  that 
technology  should  be  touched,  bumped, 
fondled  and  bruised  by  kids,  parents, 
brothers,  sisters,  grandparents  and  pals. 

TECH  TOTS  believes  in  families  being 
active  partners  in  decision-making  about 
technology— and  making  technology 
“happen”  for  their  sons  and  daughters. 
Through  TECH  TOTS,  families  report  the 
following:  they  make  informed  deci- 
sions— and  exercise  choices — about 
what  meets  their  children’s  needs,  what 
works  and  what  doesn’t;  they  are  in 


charge  of  fun  and  learning  for  their  chil- 
dren—not  in  the  back  seat;  they  don’t 
wait  for  someone  else  to  introduce  tech- 
nology to  them;  they  get  comfortable 
with  equipment  and  decide  what  works. 
Most  important,  we  hear  that  kids  and 
families  get  technology’s  enabling 
“bang”— that  they  become  “doers" 
rather  than  "v/atchers.” 

For  more  information,  write,  call  or  e- 
mail  United  Cerebral  Palsy  Associations, 
Program  Services  Dept.,  1660  “L”  St. 

NW,  Ste.  700,  Washington.  DC  20036; 
(800)  872-5827,  (202)  775-0406,  (202) 
776-0414  (fax);  ucpainc@aol.com  (e- 
mall).  UCPA  can  help  you: 

• Find  a TECH  TOTS  Library  in  your  area; 

• Order  materials— or  get  training  and 
assistance— to  start  your  own  TECH 
TOTS  Library; 

• Donate  equipment  to  the  TECH  TOTS 
network;  or 

• Sponsor  a family’s  membership  in  a 
local  library. 

Kathleen  Grade!  is  Director  of  the 
Program  Services  Department  at  United 
Cerebral  Palsy  Associations,  Inc. 


Tidewater  Center 
for  Technology  Access 

Special  Education  Annex 
960  V/indsor  Oaks  Blvd 
Virginia  Beach,  VA  23462 
(804)  474-8650  (V/TTY) 

(804)  474-8648  (fax) 

1 E-mail:  tcta@aol.com 

WEST  VIRGINIA 

Eastern  Panhandle 
Technology 
Access  Center 

PO  Box  987 

’ CharlesTown.WV  25414 
(304)  725-6473  (V/TTY) 
(304)  728-4814  (fax) 

E-mail:  eptac@aol.com 

Assistive  Technology 
Learning  Center 

South  Charleston 
Public  Library 
PO  Box  8962 
S Charleston,  WV  25314 
(304)  744-4370  (voice) 
(304)  744-8808  (tax) 
E-mail:  glueata@aol.com 

CANADA 

Alliance  Centre 
for  Technology 

PO  Box  2241 
Peterborough.  ON 
CAN  K9J  7E7 
(705)  741  -4214  (V/TTY) 
(705)  741  -4581  (fax) 
E-mail.  alliance@trentu  ca 


Are  you  tired  of  running  around  from  store  to  store, 
wasting  valuable  time  and  fuel  trying  to  find  bladder 
control  products  for  your  child? 

Listen  to  how  HDIS  (Home  Delivery  Incontinent 

Supplies  Co.,  Inc.)  helped  one  mom  simplify  her 
child’s  bladder  control  needs; 

“Knowing  that  HDIS  has  always  been  there 
for  me  makes  taking  care  of  my  daughter  so 
much  easier.  I sure  am  glad  that  the  days  of 
hassling  and  driving  to  the  store  are  over! 
Plus  the  savings  are  great!  With  doctor  bills 
and  medication,  things  really  start  to  add  up, 
but  with  HDIS  so  do  the  savings.” 

G.Lfrom  UT 


NDIS 

CALL  NOW! 
1-800-2MY-HOME 

1.800.269-4663 

I K<ptm  H/.MM 
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HDIS  carries  Attends,  Depend,  Tranquility, 

SuretyS  plus  many  more!  Call  TODAY  for 
your  FREE  HDIS  Catalog,  your  FREE  $8 
coupon  and  your  FREE  Coupon  Book  with 
savings  worjh  aY£r  $65! 

Clrcl#  #14 

NOVKMBER  bt'.iri  / EXCEPTIONAL  PARENT  ♦ 45 


“Special  Ed”  Deserves 
Special  Emphasis 

by  Rep.  Randy  “Duke"'  Cunningham 


Givg  is  a yoiuig  attorney.  He  does 
some  work  for  a Wasliington- 
based  assoc-iation.  California 
(Governor  Pete  Wilson  ivc'ently 
named  him  to  a state  advisory  panel. 

Tills  iniglit  be  the  story  of  just  another 
oixlinaiy  uj)-and-c‘omer,  except  Uiat  Greg 
vviis  diagnosed  witli  cerebral  palsy  in 
inliuuy.  His  lack  of  muscie  control  slows 
Ills  spt'ech;  he  needs  a motorized  w heel- 
cluiir  to  got  iuuund  and  uses  a computer 
to  write. 

(h’eg’s  success  would  not  have  been 
possible  wiUiout  the  Individuals  with 
Disiibilities  Education  Act,  or  IDEA, 
which  nuuidated  and  financially  sup- 
ported his  education.  In  geneiatioiis 
past.  Greg  probably  would  have  been 
institutionalized. 

Fulfilling  our  moral  commitinent 
IDEA  helps  fulfill  our  nations  moiul 
commiunent  to  educating  Ameiic'as 
childi-en  witJi  clLsalii lilies.  Education 
muisfonns  individuals  who  wer  e once 
thouglit  to  be  helpless,  into  pi’oductive, 
working,  taxpaying  citizc'ns. 

Tlie  c-ost  of  providing  “special  ed”  and 
Ollier  services  to  five  million  American 
(iiildi-en  with  disabilities  is  consideralile. 
(’ongress  cornributes  about  $3.3  billion 
to  lui  entc'iprise  Uiat  costs  up  to  $50  bil- 
lion a y(‘iu‘.  But  this  expenditure  makes 
excellent  fisc-al  sc‘nsc\  Our  invesUiient  of 
time  and  rx'soiuces  into  (Education  fur- 
ther' studc'nts  spjues  the  tuuuicial  cost 
of  lifetime  iiistitntioriiilization,  wiiicii 
riiiglit  cost  fr-om  $15,000  to  80,000  a yi‘iu‘ 
for  c'acii  ciiilcl.  It  JiLso  prx‘serves  Uu' 
iniporliuit  contributions  people  witli  clis- 
aliilitic^  make  to  sck  iety. 

This  law  is  explic  itly  built  upon  cxiristi- 
tutioiial  riglits  iuid  prxitcHtions.  .Applying 
our  I4th  Amendment  riglit  to  “ixiualprt>- 
tcHtion  under  tlie  liiw,”  it  erisiax's  Uiat 
(iiildrc'ii  with  dlsiil)ilitic*s  rxneive  a “fixe, 
atipmpriate,  public  educ  ation"  in  the 
“k'iist  n»stric-tive  ernirxinment"  based  on 
jui  “individrudizcxl  cHinc-ation  prx)gr:iuir 
(lEF)  tluU  Is  agrcHHl  to  mid  rx^ilariy 
rx‘\i('wcxl  by  tlie  ciiilds  pmx'nls  and 
sdicK)l.  IDEA  also  authorizes  fcxlix^al  fund- 
ing to  luip  slate's  aceonipILsh  UiLs  task. 

A history  of  exclusion 
‘l\\(*nty  yc'iu's  ago,  children  with  disiihili- 
ties  inhabitc'd  Arnc'iicxui  sck  k*tys  dark 
fringe*.  Very  lew  state's  piovidc'd  luiy  tyjK* 
o(  “special  c'd"  as  wx'  know  it  tcxlay 
Mon*  (xmimonly,  schools  sinijily  c'Xiiuckxl 


students  wiUi  spec  iiil  needs  from  Uie 
ciassr’oorn. 

In  the  late  lOGOs,  pai'ents  of  diildrx'ri 
wiUi  disabiliticx>  began  taking  Uieir  ouUage 
to  court.  T\v()  cases,  PenNstjUvnia  Assoc-- 
iation  qfRetanU^l  Citizens  i\  Conunon- 
ivixtWi  ofPennsylixinia  and  Mitts  i\  the 
ItcKmi  oJ'Educxition  of  the  District  of 
Columbia,  reached  Uie  federal  couils. 

Pennsijhxmia  A<k^ociation  ofRetanted 
Citizens  challenged  Uiat  states  out-datCHi 
sdicx)I  ccxie,  wiiich  prx*sciibcxi  housing 
leople  wiUi  mental  retarxiaUen  in  institu- 
tions liecauso  PUUos  Repnblie  recom- 
mended that  “Uie  ofOspring  of  the  inferior; 
or  of  Uie  better  whcni  they  chance  to  be 
clefonned,  will  be  put  away  in  some  mys- 
terious, luiknown  place,  as  Uiey  should 
be.”  Children  with  mental  retaixlaUori 
who  were  “dismpUve”  in  class,  not  per- 
fomiing  at  gnule  knel,  or  dec'med  “uned- 
ucable”  were  sent  home  for  gocxl. 

Tilings  were  even  worse  in  onr 
nations  Cci|htal.  Childn*n  with  dlsabilitic's 
roamed  the  streets  of  Wasliington,  D.(\ 

lire  coiuts  mlt*d  on  both  c*ases  in  Uu* 
C'iuiy  1970s,  stating  Uuit  such  caviilier 
tJ  C'iUmerit  of  diildren  with  disabilities  vio- 
lated Uie  ciiildrens  constitutional  riglit  to 
eqiuil  protec'tion  luicier  Uie  law;  lliesc*  rul- 
ings, followed  by  a growing  numlx'r  of 
sorneUrnes<*oriflic‘ting  case's  arising  in 
oUier- f€xlcn:al  dlstrici  courts,  motiv'ated 
C'origiess  in  1975  to  enact  IDEAs  precur- 
sor; Uie  Education  for  All  HiUidic'ajipc'd 
C'hildix'ri  Ac*t  (Public  Diw  94-142). 

Diuing  Uie  last  20  years,  PL  14-142 
mid  IDEA  liave  tnuisfomied  the  livi's  of 
ciiildrx'n  wiUi  dlsaliilitic's  in  Ariiericu 
Once  thexe  diildrx'ii  werx*  neglect  I'd  as  a 
matter  of  pr^adicc.  Texiay,  Uuy  mx*  tniu- 
c-atc'd  to  take  pmt  in  Uie  Ariu'ric*mi  drx'mii. 
Mmiy,  like  (irc'g  in  Califoniiii,  do  Just  that. 

roninion-sense  thcnic\s 
llie  Il)E/\  li'gislalkrn  Is sciu'ciulc'd  to  be 
reauthorized  UiLsyem;  Tlu*  House*  of 
Reprivsc'ntaUvx's  Sulnxirnniittc'c*  on  Emiy 
('liildhcKKl,  Mnitli  and  Fmiiilic's,  vvhicii  I 
diaii;  has  lu»ld  hemings  on  the-  reautho- 


tizaUon.  Oiu-  piimaiy  goal  is  to  renew 
mid  improve  IDEA  to  lietter  serve  chil- 
dix'ri  with  disabiliUes  mid  Uieii*  families. 
Tlie  renewal  of  tliis  law'  centers  on  five 
common-sense  themes: 

• Quality  tvsults  for  all  students: 
Schools  should  be  accountable  for  all  of 
Uieir  students,  including  those*  who  have 
disabilities.  Tlie  lEP  for  each  student  wiUi 
a disability  should  be  a working  dex^ument 
fcx'using  on  educational  results,  not  a Ust 
of  pi'rfiuictoiy  servic  es  and  pr  cKedures. 
Students  wiUi  disabilities  should  be 
c^xpected,  to  Uie  niaxiiiumi  extent  possi- 
ble, to  meet  the  smiie  Iiigli  expeclations 
mid  challenging  standmxLs  Uiat  have  been 
c*stablished  for  all  students. 

• Strengthening  thefamity^s  tvle:  Pments 
of  diildren  wiUi  disabilitie*s  Iiave  cniougli 
ciiaJleriges  without  adding  anxrgmit  “exiu- 
crats’  to  Uieir  burxlen.  When  dec'isioiis 
arc*  Ix'ing  made  about  their  diilcliens 
education,  pments  must  be  infonned  of 
Uieir*  options  mid  rigliUs  in  dem;  pi:ac*tic*iil 
Imiguage.  Pments  must  be  full  pmlners 
vviUi  Uie  cic*c*isiorHiiaking  tc'mii,  fixiiii 
c'V'aluaticxi  Uirougli  placenu'iit. 

• '"Win-iriid^Iispnte  n’solntion:  For 
mast  fmiiilic's,  the  prxxx*ss  of  deteniiining 
lEPs  for  diildr'eri  with  disiibilities  works 
];iiiiy  well.  But  wiieri  tilings  go  WTong, 

■ ' ll  costs  cmi  skyrcx*ket  mid  drain 
r c'soiu*ces  away  from  Uie  educxition  of 
diildren.  Iristc'acl  of  forcing  fmiiilicx?  mid 
sciicxrls  into  mi  adversmial  legal  system, 
\\v  will  encourage  states  to  hav  e a medi- 
ation pi(K?ess  that  w^ill  offc*r  parx'iits 
ways  to  develop  edircationjil  solutions  in 
wiiicii  everyone  “wins.” 

• Teacher  preparation,  during  rolleyv 
and  brgond:  (‘hildrc'n  with  disabilitic's 
vmy  as  widely  as  c*liildreri  without  dis- 
ahilitic's.  nassixxMii  tc'aciieis,  both  in 
regular  educxition  mid  .spc'dal  c'duc*a- 
lioii,  must  have  tlu*  infoniiation  mid 
rc'soiir'ces  tlu*y  lu'c’d  to  do  tlu'ir  Jobs 
light. 

• / 's(fnl  ivseanii:  Pmx'ntsmul  teachc'is 
lack  solid  ix*sc*m  ch  ix*siilt,s  to  guide'  tlu'iii 
on  the*  lx*s1  (xliicationd  couisc*  for  ciiil- 
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(livn  disabili- 
ties. The  renewal 
of  IDEA  shoiud 
lead  to  building  a 
strong  research 
base  that  can 
improve  education 
for  childi'en  with 
disabilities. 

Discipline,  inclusion  and  funding 

Moet  people  can  agree  on  tiiese  five  issues. 

The  areas  of  greatest  division,  when^ 
Republicans  and  Democrats  are  working 
hardest  to  build  consensus,  have  to  do  vvitii 
discipline,  inclusion  iuid  funding. 

The  issue  of  disc-ipline  Is  particuhiiiy 
difficult  because  tlie  law  gives  ciiildien 
w\W\  disabilities  certain  riglits  and  privi- 
leges odier  ciiildiXMi  do  not  have.  Tliis  is  a 
pixxluct  of  the  (until  mcently)  sad  liistory 
of  schools’  failuie  to  educate  diildien 
with  dLscd)ilities.  In  the  past,  for  example, 
Typical”  ciiildien  who  disrupted  a ciass 
by  chewing  giun  may  have  been  disci- 
plined vvitli  dett‘ntion,  vvliile  diildivn  with 
disabilities  who  “dismpted”  ciass  with 
twitc  hing  or  sluned  speec  h were  kicked 
out  for  good.  Foilimatc^ly,  tins  is  no 
longer  the  c<ise,  but  it  illustratc's  the' 
difficulty  of  handling  discipline  for 
children  vvitli  disabilitic^s. 

Cunently,  a child  protected  under 
IDEA  c<m  be  suspended  for  up  to  10 
days  for  misbehavior.  During  those  10 
days,  tlic^  school  works  with  tl\e  ciiild’s 
piirents  to  dc^tc'nninc^  the  bc^t  couise  for 
addressing  tlie  problem. 

The  Jeffoixis  Amendment  to  tl\e 
Improving  America's  Sc  hools  Ac  t cUlovvs 
a six'cial-cHlucation  student  to  bc'  placed 
in  m\  “inteiim,  alternative  placement”  for 
up  to  45  aays  if  tlie  duld’s  vioUUion  in- 
volv'es  a fiix'arm.  However,  tins  extendcxl 
“(•ooling-off  period  is  not  enougli.  W(‘ 
C'cumot  have  ciiildixm  with  disabilities 
bringing  guns  to  school,  them  Induig  from 
justice  behind  the  noble  goals  of  IDEA. 

TTie  law  lU'eds  cieiu*  procedures  for 
removing  dangerous  students  from  the 
ciivssroom,  with  iastniciions  for  deter- 
mining vvhetiier  the  behavior  Is  relatc'd 
to  a student’s  disiilnlity.  If  a child’s  nns- 
Ix'havior  Inis  notlting  to  do  witli  Ins  or 
her  (lLs;\l)ility,  sch(x)Ls  should  have  tlu' 
flexibility  iuul  authority  to  discipline 
they  scH'  lit. 

The  sc'cond  controveisv  has  to  do 
vvitli  “iiuiiLsion.”  the  jiractice  of  incoipo- 
rating  children  with  disiibilities  into  the 
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..egulai*  ciassroon\  ratlier  thai\  segregat- 
ing tliem  in  “special  ed”  classes. 

CMclren  witl\  disabilities  can  benefit 
from  tin\e  spent  in  the  regulai’  class- 
room, TT\eii*  classmates  without  disabili- 
ties can  also  benefit.  However,  some 
people  argue  tliat  inclusion  is  difficult, 
iiK'onvenient,  costly,  damaging  to  the 
education  of  students  witliout  disabili- 
ties and  less  than  ideal  for  children  with 
disabilities.  In  some  cases,  these  con- 
cerns aj'e  justified.  But  tlie  placement  of 
a cliild  with  disabilities  in  a regular 
chissroom  is,  and  should  continue  to  be, 
the  product  of  careful  cooperation 
among  pai’ents,  teachers,  and  adminis- 
ti-ators  tliougli  tlie  development  of  a 
child’s  lEP.  Tlie  ultimate  goal  of  the  lEP 
piwess  for  each  student  witli  a disabili- 
ty should  be  to  find  the  educational  set- 
ting which  provides  tlie  best  possible 
educational  results — whether  a reguliu’ 
classrcxDiii,  a separate  classroom  or  a 
combination  of  tlie  two. 

Fimding  will  always  be  a challenge, 
\Vlien  tlie  law  was  wiitten,  Congi’ess 
pledged  to  provide  states  vvitli  40  per- 
cent of  the  funding  needed  to  educate 


cliildren  with  '^'sabilitU's,  Today.  tlu‘  fixi- 
eral  contribution  of  $;3,:3  billion  c-oveis 
only  about  sev'en  pc^rcent  of  these  costs. 

It  is  difficult  for  public  sciuxils  that  tu*e 
alix^ady  stiappcxl  for  fluids,  to  provide 
costly  services  to  childivn  witli  dlsaliili- 
ties.  We  will  do  our  Ix^t  to  niaintain 
fimding  for  IDEA  as  w e biiiig  the  hnieral 
budget  into  balance, 

A chance  at  the*  American  dremn 
It  is  niy  hojie  tiiat  w'e  will  c-ontiiiue  tiie 
bipartisan  coasensus  supporting  the  edu- 
cation of  America’s  childn'ii  willi  (ILsal)ili- 
ties,  Tliefr  chaiice  at  tlie  Aineric*iui  divaiii 
deixmds  on  our  deteniiinalion  lUid  lijurl 
work  on  lliefr  beliall’,  llmiugli  piximpt  and 
lliorougli  renew^ai  of  IDEA.  EP 

Representati re  RamUj  "I)nkr^ 
Cuuuimjimm  (R-CA)  is  thr  chair- 
man of  the  Subcommittee  ou  Eartp 
ChildhoocL  Youth  and  Families  of  the 
House  of  Represcutatirrs  Committee 
ou  Eeouomir  and  Educational 
Opportunities.  He  isa  former  h'^uiur 
and  axich,  and  a ivtiml  i\S.  \arp 
Jighter  pilot. 


Features 

Electronic  Speed  Controls  • Multiple  Switch  Options  • Proportional 
Joystick  Control  • Radio  Remote  Control  • Lockout  Hubs  (like  stroller) 

Additional  Models  Available 

~ 1-800-950-5185 

INNOVATIVE  PRODUCTS,  INC.  * Grand  Forks.  ND  58201 
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USING  ORDINARY  TOYS  FOR  KIDS  WITH  SPECIAL  NEEDS 

Art  Supplies 

by  Joanne  & Stephanie  Oppenheim 


For  more  than  1 00  sug- 
gestions on  how  to 
adapt  ordinary  toys  for 
kids  with  special  needs, 
see  the  1 996  edition  of 
THE  BEST  TOYS, 
BOOKS  & VIDEOS 
FOR  KIDS 
(HarperCollins^  $12) 
by  Joanne  and 
Stephar>ie  Oppenheim.  The  book  is  a 
comprehensive  guide  to  more  than  1000 
t classic  and  new  products  for  children 
from  infants  to  preteens,  and  is  available 
through  Exceptional  Parent  Library 
(800/535-1910). 


Art  materials  are  more  than  fun.  They  motivate  kids  to 
develop  dexterity  and  express  feelings,  and  they 
provide  a great  deal  of  sensory  feedback.  Creative 
exploration— without  lots  of  rights,  wrongs  or  rules — 
gives  kids  a wonderful  sense  of  “can-do”  power. 
These  art  materials  require  little  or  no  adaptation  for  children 
with  disabilities.  Most  can  be  found  in  any  toy  store.  Following 
the  name  of  each  item,  in  parentheses,  is  its  manufacturer,  the 
recommended  retail  price  and  a customer  service  number  that 
may  be  used  for  ordering  or  for  m.ore  information.  Following 
the  description  of  some  items  are  suggested  adaptations  or 
activity  tips. 


O _D  O T N A S H E S 

(Alex,  $12;  800/666-2539) 

Bypass  brushes  altogether!  Six  colors  of  washable  paint  come  in  easy-to- 
grasp  bottles  with  sponge  applicators  for  artful,  no-spill  exploration.  A 
playful  way  to  develop  the  sweeping  hand  motions  needed  for  writing. 


SE^AME  STREET  NNGEjl  PAIN^  WORKSHOP 

(Tyco,  $8;  800/488-8697) 

Finger  paint  allows  kids  to  put  their  fingers  and  hands  directly  in 
the  paint.  The  results  make  the  mess  worthwhile;  such  hands-on 
art  experiences  promote  satisfying  sensory  exploration.  For  kids 
who  are  reluctant  to  put  their  hands  in  paint,  this  kit  has  rollers 

with  different  designs. 

Adaptation  idea:  Rollers  come  on  broad  handles 
that  can  be  wrapped  with  velcro  tape  and  used  with  a 

velcro-lined  mitt 
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MAGN/^DOODLE  3-JN-1  PLAY J:ENT_E^ 

(Tyco,  $30;  800/367-8926) 

The  classic  magnetic  board  has  long  been  a favorite  mess-free  drawing  board.  It  now 
comes  set  into  a small  table  with  a well  that  provides  a secure  base,  storage  space  for 
plastic  building  blocks  and  a surface  for  drawing.  Children  can  sit  on  the  floor  with  their 
legs  underneath  the  table. 

Adaptation  idea:  Put  a roll  of  paper  towels  into  the  well  (it  fits  perfectly).  One  end  of  the 
board  will  rest  on  the  paper  towels  and  the  other  end  on  the  table  so  that  the  board  is 
angled  towards  the  child.  Great  for  children  who  need  a tilted  surface. 


COLOR_TUNES 

(Crayola,  $34.95;  800/272-9652) 

These  two-sided,  reusable,  premade  drawing  sheets  fit  onto  an  easy-to-tote  board. 
When  a child  places  the  sheet  on  the  board  and  begins  to  color,  the. board  plays  a 
song  that  goes  along  with  the  picture  on  the  sheet.  Although  we  don't  usually  suggest 
coloring  books,  these  may  interest  children  who  are  learning  to  control  drawing 

and  writing  tools. 

Aiiaptation  idea:  Place  a piece  of  blank  paper  over  one  of  the  drawing  sheets  so  child 
can  draw  original  art  as  he  or  she  aaivates  a musical  accompaniment  , 

Activity  tip:  Use  the  piemade  drawing  sheets  for  an  "I  Spy"  game.  Have  child  fM  and  [ 
touch  the  animal  that  goes  "moo"  or  "oink"  in  the  picture. 


These  -products  -were  remewed  by  the  Oppenheim  Tby  Portfolio,  an  independent  consumer  organization  that  tests  arid  evalua^the 
best  p^ucts  for  childien.  The  organization  anniudly  publishes  The  Best  Toys,  Books  & Videos  For  Kids  anda^  pMishes  a quarry 
newsletter.  Both  publications  include  learning  activity  ideas  and  ways  to  adapt  ordinary  prod-ucts  for  ktds  wim^eeial  needs.  To 
subscribe  to  the  neiosletter,  send  $12  to  The  Oppenheim  Toy  Portfolio,  40  East  9th,  Suite  14m,  New  York,  NY  10003. 


LOW  COST 

Measuring  W' x6"  1 1.75',Btock^k  is 
light  and  compact  for  r^y  port^ility  (1.5 
lbs)  ideal  fcv  inclusion  situations.  Standard 
four  minutes  of  high  quality  digital  voice. 
Matrix  of  sixteen  one  inch  squares,  soft 
touch,  with  four  levels  for  a total  of  sixty- 
four  messages  four  seconds  each.  Use  levels 
to  organize  vocabulary  into  functional  con- 
texts. One  buttwiptogrammingwith  tricolor 
LED  for  feedback.  Overlays  held  by  trans- 
parent plastic  on  tuuchpanel.  Options: 
keyguard;  shoulder/wrist  strap.  Connector 
for  attachment  of  switch-inputs  adapUH'.  In- 
clu'*  swallcharger.Callforshippingsched- 
ule.  Price:  $650 

ADAMLAB-WCRESA 
33500  Van  Bom  Road 
P.O.Box  807 
Wayne.  MI  48184-2497 
(313)  467-1415  or  1610 
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Computer  Access  at  the  Touch  of  a Finger! 

T r 1 efficient  and 

I If^ln^VlTlOOVV  friendly  computing  Uxil  around!  This  low- 
^ cost  touch  screen  attaches  easily  to  the 

Simply  Point  and  Touch! 

The  TouchWi?’»do\v  takes  ad\'antage  of 
children’s  natural  desire  to  reach  out  and 
touch  what  they  see  on  the 
computer  screen.  They  make 
selections,  move  objects,  pull 
down  menus  and  draw 
graphics,  all  with  the  toucli  ot 
a finger!  The  TouchWindow  is 
ideal  for  children  with 
single  switch,  physical  or  de\’clopmental 
disabilities  who  have  trouble  using  a mouse 
or  keyboard. 

Available  for  Macintosh,  Windows/ 
LK^S  and  Apple  II  Senes  computers. 


love  from  the 
mitortouse 


For  more  information  ora  free  product 
catalog,  call  800-362-2890. 


^EDMARK 


EdmttV.  the  Ertmatk  logo  and  TouchWmdow  ire  fogtstei 
Computni.  Inc  Windows  a registered  trademark  oi  Microsoh  Corporation 


ired  trademarks  of  Edmaik  Corporation  Apple  and  Macintosh  are  registered  trademarks  of  Apple 
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Can  Medication  Change  Behavior? 


About  this  article: 

Recent  research  has  demonstrated  that  the  body  and  the  "mind"  are  not  two  separate  sys- 
tems; rather,  there  are  complex  interrelationships  between  the  two.  Many  troublinfj  behav- 
iors and/or  emotions  may  be  caused,  at  least  partially,  by  physiological  processe...  These 
processes,  in  turn,  may  be  affected  by  life  experiences. 

Much  remains  to  be  learned  about  these  processes,  and  misunderstandings  still  occur. 
One  source  of  misunderstanding  is  the  myth  that  individuals  are  in  complete,  conscious 
control  of  their  feelings  and  behaviors — that  all  behavior  is  planned,  and  that  individuals 
are  aware  of  their  specific  motives  for  behavior.  In  truth,  the  causes  of  behaviors  and  feel- 
ings are  extremely  complex,  and  disagreements  about  the  source  of  certain  behaviors  and 
emotions  exist  even  among  mental  health  specialists. 

Terminology  is  often  another  source  of  misunderstanding.  For  example,  terms  such  as 
"emotionally  disturbed,"  "psychological  problems"  and  "mental  illness"  may  be  used  to 
describe  children,  with  or  without  other  disabilities,  who  have  serious  problems  in  everyday 
life — problems  controlling  behavior,  making  friends  or  feeling  good  about  themselves.  Any 
given  term,  however,  may  not  mean  the  same  thing  to  everyone  who  uses  it. 

This  article  focuses  on  the  use  of  medications  to  treat  troubling  behaviors  and/or  feelings 
in  children  with  disabilities.  It  does  not  address  controversies  about  definitions  and  labels, 
nor  the  specific  qualifications  and  skills  of  various  types  of  mental  health  professionals.  Nor 
does  the  article  discuss  the  misuse  of  medications  that  has  sometimes  occured  in  institution- 
al settings  where  appropriate  therapeutic  or  educational  programs  are  unavailable. 


Since  the  age  of  sir,  Andy  had 

shown  (he  extmne  distmctU)dity  and 
tvsdessness  asso<*iated  uith  hyi)eixu:tm- 
ty,  Andy,  uiio  has  Dcncn  syndiome,  con- 
staidly  ixin  Onxnfgh  the  house  turning 
knolrs  and  picking  up  objects.  He  nvuld 
oj^en  awaken  at  2 a,m.  By  the  time 
Andy  turned  eight,  kisiKnvnts,  Cayvle 
and  Carter,  began  to  noticefudherdis- 
twi)ing  and  dangetxms  bi^hauiots. 

*He  ivas  liding  his  bike  dimity  into 
tiafficf  said  Catio:  'Other  times,  wed 
find  him  sitting  in  the  txxid  in  the  mid- 
dle of  the  night.'" 

Andy  was  diagnosed  with  a bipolar 
disoider—a  mental  illness  also  known 
as  manic-depiessiie  dismder— in  wiv- 
ing alternating  phases  ofarcesvve 
excitement  and  activity  (mania)  and 
peisistent,  pwjbund  sadness  andfc(H- 
ings  of  wotihiessne^  (deptvssion ). 

"We  thought  Down  syndtvme  was  the 
only  challenge  uv  had  to  deal  with," 
said  Catier  "We  weivn't  expecting  Andy 
to  have  a nwntal  hmlth  pmblem. . . ” 

esearch  has  shown  that  certain 
beha\aor  patterns  can  be 
directly  related  to  specific  diag- 
nostic conditions.  (See,  for 
example,  "Beyond  Labels'’  by  Karen 
Levine,  Ph.D.,  October  1995.)  But  Andy 
Ayres’  troubling  behaviors  were  not 
typical  of  children  with  Down  syn- 
drome; rather,  these  behaviors  turned 
out  to  be  symptoms  of  bipolai*  disorder, 
an  um'elated  condition.  This  diagnosis 
led  to  Andy’s  tieatment  with  the  same 
psychoactive  medications  that  may 
often  help  other  individuals  with  the 
same  type  of  mental  illness — individu- 
als who  do  not  have  Down  syndrome. 

Moving  away  fixm  blame 

It  Is  not  uncommon  for  parents  or  pro- 
fessionals to  attribute  a c hild’s  inappro- 
priate or  luuisual  Ix'havlors  or  feelings 
to  factors  related  to  his  or  her  disability. 

Andy's  iHiivnts,  Cawl  and  Catier 
Ayivs  told  Andys  story  in  Exrh'iTfnxM. 
PMit'Xds  April/May  issue,  in  an 
aiiirlc  entithd  "'Ihugh  ( Inner."  We 
apimriate  their  willingness  to  shan^ 
nnnx'  (f  their  family's  ewiwrienees  in 
this  atiifie. 


Some  professionals  blame  all  of  a child’s 
“bad”  behaviors  on  parental  reactions  to 
tlie  cliild’s  disability. 

Similarly,  in  the  past,  when  children 
with  mental  retardation  behaved  in 
troubling  ways,  professionals  often 
believed  tlie  behavior  to  be  related  to 
the  cliild’s  intellectual  limitations  or  dis- 
missed it  as  an  attention-getting  device. 
Some  people  believed  that  individuals 
with  mental  retardation  and/or  commu- 
nication difficulties  lacked  the  intellec- 
tual or  emotional  abilty  to  experience 
mental  illnesses.  Perhaps  most  damag- 
ing, many  professionals  once  believed 


Andy  Ayres,  7,  enjoys  an  affectionate 
moment  with  his  father  and  grandmother. 
"We  thought  Down  syndrome  was  the  only 
challenge  we  had  to  deal  with,"  says  his 
dad.  "We  weren’t  expecting  Andy  to  have  a 
mental  health  problem." 


autism  to  be  a mental  illness  caused  by 
inappropriate  parenting. 

Much  has  changed  and  c^ontinues  to 
change  in  our  understanding  of  the  caus- 
es of  troubling  behaviors  or  emotions  in 
children  and  adults.  We  now  know  tliat. 
children  or  adults  with  mental  retardation 
and  individuals  who  ai^  unable  to  com- 
municate verbally  can  have  emotional 
problems  or  mental  illnesses.  And  autism 
is  now  considered  to  be  a developmental 
disability  that  Ls  present  at.  birtli  (see 
“Medication  and  Autism,”  page  52). 

Tlie  role  of  stress 

In  sbessful  circimistances,  all  individuals 
may  experience  less  self-control  and  may 
behave  in  less  mature  ways.  Individuals 
with  mental  retardation  and/or  communi- 
cation difficulties  may  have  particular 
difficulty  coping  with  stress.  For  exam- 
ple, a cliild  who  is  unable  to  express  his 
or  her  feelings  and  needs  widi  under- 
standable speech  may  become  increas- 
ingly frustrated  and  angiy. 

In  fact,  individuals  v^lth  mental  retar- 
dation and/or  communication  difficultit's 
may  be  more  susceptible  to  certain  emo- 
tional and  Ix'havioral  disorder  than 
other  individiuiLs.  For  exiunple,  some 
duldmn  with  disabilities  may  find  sdiool 
pmtic'ularly  stressful.  Some  children  widi 
mild  to  moderate  menial  retiurlation  who 
juv  placed  in  mguliir  chjssrooms  may 
HH  ognize  tJuit  they  ait'  inlellectually 
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At  1 0,  Andy  entered  the  psychiatric  unit  of  a 
local  hospital  for  bBatrnent  of  a bipolar  disor^^ 
Hospital  staffers  snapped  this  WentTi^^ 
photo  on  the  night  he  was  admittecL 


behind  others  of  the  same  age  and  may 
experience  feelings  of  failure,  particular- 
ly if  they  are  not  provided  with  appropri- 
ate supports.  Others  may  suffer  low  self- 
esteem if  they  are  placed  in  a specialized 
educational  setting  they  feel  is  beneath 
their  affabilities. 


When  children,  with  or  without  disabili- 
ties, behave  in  troubling  ways,  a compre- 
hensive assessment  by  a mental  health 
team  can  be  helpful 
While  eveiy  child  has  ups  and  downs, 
intervention  may  be  needed  if  something 
that  looks  totally  out  of  character  is 
observed — for  example,  if  a child  who  is 


usually  well-behaved  suddenly  becomes 
hyperactive  and  elated,  or  if  a typically 
happy  child  spi^eais  depressed  and 
moi06t\  A marked  change  in  ^eep  patterns 
may  also  reflect  an  underlying  disoidei*. 

Mental  illness  is  not  always  the  correct 
explanation  for  troubling  behavior,  how- 
ever. A first  step  is  to  determine  whether 
or  not  a specific  behavior  is  aj)propriate 
for  the  diild’s  level  of  intelltx:tual  and 
emotional  development  For  example,  an 
adok'scent  who  regulaiiy  talks  out  loud 
to  himself  might  be  considered  “odd.” 
However,  suc  h behavior  may  be  “^pro 
priate”  for  a 14-year-old  witli  mild  to 
moderate  mental  retaixlation.  Without 
(*onsideiing  die  cluld’s  developmental 
level,  the  Ix'havior  might  incorrectly  sug- 
gest a p.sychosis,  such  as  schizophrenia 


Steps  towaidttocim^ 

lb  obtain  an  accurate  diagnosis,  proh»s- 


O 
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sionals  and  parents  should  first  tiy  to 
identify  the  source(s)  of  the  troubling 
behavior(s).  Tins  piocess  includes  an 
investigation  of  possible  physical  ori^ns 
or  links  to  a specific  developmental  dis- 
ability. For  example,  symptoms  of 
hypothyroidism — a deficiency  in  the 
functioning  of  the  thyroid  gland— can  be 
mistakenly  interpreted  as  depression; 
both  have  ^lilar  clinical  pictures,  includ- 
ii^  chronic  sleepiness  and  lack  of  energy. 

It  is  also  important  that  the  clinical 
team — including  parents,  educators  and 
mental  health  professionals — examine 
the  child’s  day-to-day  environment  Since 
children  participate  in  different  activities 
in  different  settings  and  are  supervised 
by  a variety  of  caregivers,  the  team  can 
try  to  determine  whether  inappropriate 
behav1or(s)  are  reactions  to  specific 
events,  emororunents  or  individuals,  or 
whether  these  behaviors  result  from  an 
internal  source  that  causes  the  behav- 
ior(s)  in  every  environment  When  the 
same  behavioral  difficulties  occur  in 
each  setting,  the  source  is  probably  with- 
in the  child  and  can  be  considered  a psy- 
chological problem  or  mental  illness. 

Kochendcd  aod  genetic  dues 

Current  research  indicates  that  many 
mental  illnesses  are  related  to  an  imbal- 
ance of  neurotransinitters — chemical 
messengers  in  the  brain.  For  example, 
studies  show  that  low  levels  of  the  neu- 
rotransmitters serotonin  and  norepi- 
nephrine may  contribute  to  depression. 

Family  histories  can 
reveal  a genetic  vulner- 
ability to  certain  men- 
tal illnesses.  For  exam- 
ple, unipolar  depres- 
sion— depression  with- 
out a manic  phase — is 
far  more  common  in 
children  whose  biologi- 
cal parents  also  had 
imipolar  depression, 
even  if  those  children 
were  raised  by  adopn 
tive  parents.  A genetic 
relationship  can  be 
found  in  manic-depres- 
sive (or  bipolar)  disor- 
der iis  well.  Andy 
Ayres’  younger  brother 
was  subsequently  diag- 
nosed with  a manic- 
deprc'ssivc  disorder, 


and  there  is  a history  of  the  disorder  in 
the  families  of  both  parents. 

Tlie  significance  of  biological  factors 
does  not  mean  medications  can  “cure” 
mental  illnesses  in  the  same  way  an 
antibiotic  might  cure  a disease  like  pneu- 
monia Experts  stress  that  medications 
are  most  effective  when  used  as  part  of 
a treatment  program  that  may  include 
behavior  management  (attempts  to 
teach  more  appropriate  behaviors 
through  the  systematic  use  of  rewards) 
and/or  psychotherapy  (a  form  of  treat- 
ment that  involves  play  and/or  discus- 
5:ions  between  a child  and  therapist  to 
bring  about  a change  in  the  child^s  feel- 
ings and  behaviors). 

MedkstloQ  and  assessoieiit 

A specific,  diagnosable  mental  illness  is 
not  always  clear  even  after  a thorough 
clinical  assessment  In  those  cases,  diag- 
nosis can  be  a process  of  elimination. 

lYials  with  medication  used  to  treat 
specific  symptoms  can  sometimes  help 
to  clarify  a diagnosis.  For  example,  it 
can  be  difficult  to  determine  whether 
depression  is  a unipolar  depression  or 
part  of  a bipolar  (manic-depressive)  con- 
dition. TYeatment  with  anti-depressant 
medications  can  help  clinicians  make 
this  distinction,  because  such  medica- 
tions can  trigger  manic  behaviors  when 
administered  to  an  individual  in  the 
depressive  phase  of  a bipolar  disorder. 

(knmioiipsydi^^ 

There  are  several  broad 
categories  of  p^choac- 
tive  (or  “mind-affect- 
ing”) medications. 

These  medications 
should  be  prescribed 
only  by  physicians  who 
are  experienced  in  their 
use.  Ideally,  they  should 
be  prescribed  by  a p^- 
chiatrist  (a  physician 
with  specialty  training) 
who  also  has  experi- 
ence treatiirg  individu- 
als with  disabilitii^. 
Below,  brand  names  are 
listed  first;  generic 
chemical  names  follow 
in  pai\'nttieses. 
•Stimnkmt  medica- 
tions^ such  as 
Dexedrine  (dextmanv 

ntntini«'d  ttn 
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Thirtoen-year-oW  Andy  (right)  clowns 
around  with  younger  ^ther  Chris, 

1 1 , outside  the  residential  school 
Andy  now  attends. 


Medication  and  Autism 

Although  autism  is  chareKlerized  by  a variety  of  unusual  behaviors,  it  is  considered  a 
developmental  disability  rather  than  a mental  illness,  because  it  can  be  linked  to  a 
structural  irregularity  in  the  brain  (approximately  25  percent  of  children  with  autism  also 
have  seizures).  In  addition,  autism  is  usually  diagnosed  in  infaricy  or  early  childhoxl, 
earlier  than  most  mental  illnesses. 

Typical  behaviors 

Unusual  behaviors  typicaljy  seen  in  autism  include: 

• Inability  to  form  normal  intimat^sodal  relationships:  Infants  or  toddlers  with  autism 
often  resist  affection  ftxxn  or  are  indifferent  to  parents  or  caregivers.  As  they  get  older,  most 
children  with  autism  have  difficulties  related  to  social  interaction.  Some  seem  to  desire 
friendships  but  are  unable  to  initiate  such  relationships  appropriately. 

• Unusual  relationship  with  objects:  A child  with  autism  may  show  either  avoidance  of  or 
intense  attraction  toward  particular  objects,  such  as  pieces  of  string,  wheels  on  toy  cars, 
rocks  or  paper  clips.  Some  children  with  autism  are  extraordinarily  fascinated  with  moving 
objects,  such  as  fans, 

• Re|:^rtive  or  "stereotyped  "behaviors:  Children  with  autism  may  engage  in  repetitive, 
seemingly  uncontrolled  movements  such  as  hair-pulling,  arm-flapping,  head-banging  or 
continually  repeating  specific  vocalizations  (sounds  or  words).  Some  people  consider 
these  behaviors  "tics"  (involuntary,  repetitive  movement  of  a muscle  or  small  muscle 
group). 

Some  children  with  autism  engage  in  "obsessive-compulsive"  behavior,  turning  every- 
day tasks  into  elaborate  rituals  that  must  be  performed  In  a precise  manner.  For  example,  a 
child  wi*  autism  may  insist  on  taking  exactly  seven  steps  from  his  or  her  bed  to  the  door. 

Likewise,  many  children  with  autism  become  distressed  when  their  environment  is 
changed  in  any  way.  A child  may  become  extremely  upset  if  a particular  stuffed  animal 
is  mowed  even  slightly  from  Its  usual  place. 

• Hyperactivity:  About  half  of  all  children  with  autism,  especially  children  younger  than 
eight,  may  be  classified  as  hyperactive  or  as  having  attention  deficit  hyperactivity  disorder 
(ADHD). 

• Communication  difficulties:  Some  children  with  autism  are  unable  to  speak,  or  if  able, 
may  use  v^ords  in  an  unusual  manner—perhaps  repeating  a single  word  over  and  over, 
often  in  situations  when  the  word  seems  irrelevant  Often,  children  with  autism  also  have 
considerable  difficulty  comprehending  language. 

Treatment  with  medication 

Some  typical  behaviors  of  children  and  adults  with  autism  appear  similar  to  symptoms  of 
mental  illness  seen  in  people  who  do  not  have  autism  or  other  developmental  disabilities. 
As  a result,  some  people  have  tried-— with  varying  degrees  of  success— to  decrease  or 
eliminate  some  typical  "autistic  behaviors"  with  the  same  medications  used  to  treat 
similar  symptoms  in  individuals  who  are  not  autistic. 

Research  has  shown  that  Trexan  (naltrexone)  increases  sociability.  Researchers 
at  Children's  Hospital  of  Pittsburgh  have  also  reported  that  use  of  Trexan  led  to 
increased  control  of  impulsivity  and  hyperactivity  in  younger  children  with  autism. 
Prozac  (fluoxetine)  may  also  increase  sociability,  but  like  Trexan,  is  still  considered 
an  experimental  treatment. 

Some  medications  seem  to  hold  promise  for  treating  certain  stereotyped  behaviors.  For 
example,  Haldol  (haloperidol)  may  help  control  the  frequency  and  intensity  of  tics,  and 
Naltrexone  may  reduce  self-injurious  l^avior  like  hair-pulling  and  head-banging. 

Many  of  the  same  medications  used  to  treat  "obsessive-compulsive"  behavior 
in  children  and  adults  without  disabilities — Prozac,  Zoloft  (sertraline)  and  Luvox 
(fluvoxamine  maleate)— may  also  be  used  in  children  with  autism.  Unfortunately, 
these  medications  often  do  not  work  the  same  way  for  individuals  with  autism.  At 
lower  doses,  they  may  appear  somewhat  effective.  But  increasing  dosages  to  the 
same  levels  normally  us^  in  children  without  autism  can  produce  adverse  side 
effects,  including  irritability  and  aggressive  behavior.  With  these  relatively  new 
medications,  it  is  essential  that  the  team  be  aware  of  the  potential  for  toxic  reations. 

Hyperactivity  in  children  with  autism  may  be  treated  with  the  same  stimulant 
medications  used  by  children  without  autism.  These  include  Ritalin,  Dexedrine 
and  Cylert.  Children  with  autism,  however,  sometimes  respond  adversely  to  these 
medications;  in  some  cases,  their  behavior  deteriorates  rather  than  improves. 

Medication  will  be  only  one  component  of  a leafTvbased  treatment  plan  for  a child  with 
autism.  A specialized  educational  program  and  appropriate  therapies  will  also  be  part  of  a 
comprehensive  treatment  program. 

Some  parents  arxi  professionals  believe  treatment  with  nutritional  supplements  can  be 
effective  in  treating  some  autistic  behaviors.  However,  the  experts  consulted  for  this  article 
do  not  recommend  this  approach. 
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phetamine  sulfate),  Ritalin 
(methylphenidate  hydrochloride)  or 
Cylert  (pemoline),  can  be  useful  as  part 
of  the  treatment  for  attention  deficit 
hyperactivity  disorder  (ADHD). 
•Anti-dep7vssants  may  be  used  in  the 
treatment  of  serious  unipolar  depres- 
sion, school  phobia  (intense  fear  in 
young  children  of  going  to  school), 
ADHD,  and  some  serious  anxiety  disor- 
ders, ranging  from  vague,  chronic 
ui'.ease  to  sudden  panic  attacks  during 
which  an  individual  may  feel  heart  palpi- 
tations, choking  sensations,  dizziness 
ai\d  abdominal  pain. 

•Antipsychotic  rriediccUun^,  such  as 
Haldol  (haloperidol),  Stelazine  (trifluoper- 
azine) or  Tliorazine  (chlorpromazine) 
may  be  prescribed  for  the  individual  with 
a psychosis— a break  vrith  reality  that  can 
involve  hallucinations  (perceiving  sights 
and  sounds  that  do  not  exist)  or  delusion- 
al thinking  (believing  in  scenarios  or  iden- 
tities that  have  no  basis  in  reality,  such  as 
believing  that  one  is  God  or  Superman). 
•Lithium  and  'Pcgivtol  (caiixi- 
nmzepine)  may  be  helpful  in  treating 
bipolar  disorders  and  minimizing  fliture 
manic-depressive  episodes. 

•Anli-a'/ixiety  medicatioTis  may  be  used 
she:  t-term  (from  several  days  to  approxi- 
mately six  months)  for  certain  conditions 
associated  with  high  anxiety.  Tlieir  useful- 
ness in  children  has  not  been  well-stud- 
ied, and  their  effects  often  seem  to  level 
off  or  fade  with  long-term,  constant  use. 

Treatment  issues 

Medication  can  be  an  important  part  of  a 
comprehensive  treatment  plan  for  some 
mental  illnesses  in  children  and  adoles- 
cents. Ongoing  evaluation  and  monitor- 
ing by  a physician  is  essential.  A monthly 
phone  consultation  paired  with  clinic 
visits  every  two  to  three  months  is  ade- 
quate if  the  child*s  behavior  is  improving 
or  becoming  more  stable.  If  not,  more 
frequent  visits  and/or  a change  in  med- 
ication may  be  required. 

Parents  need  complete  information 
when  peychoactive  medication  is  recom- 
mended as  part  of  their  child’s  treatment 
plaa  Children  and  adolescents  can  also  b(‘ 
incluckxi  in  Uk'sc  discussions.  By  asking 
questions  such  as  those  listed  in  “Questions 
to  Ask’'  on  i>age  53,  children,  adolescents 
aiKl  tlieir  parents  can  gain  a better  under- 
staixiing  of  psyclioactive  medications. 

Since  ail  medications  may  produce 


Questions  to  Ask 

1 2,  How  long  will  the  medication  be  needed?  What  factors  wili  lead  to  a 


Medication  can  be  an  important  part  of  treatment  for  some 
mental  illnesses  in  children  and  adolescents.  However, 
parents  need  complete  information  when  psychoactive  medica- 
tion is  recommended  for  their  child.  By  asking  the  following 
questions,  children,  adolescents  and  parents  will  gain  a better 
understanding  of  psychoactive  medications: 

1 .  What  is  the  name  of  the  medication?  Is  it  known  by  other  names? 

2.  vi^at  is  known  about  the  drug's  effectiveness  in  children  with 
similar  symptoms? 

3.  How  will  the  medication  help?  How  long  before  we  see 
improvement? 

4.  What  side  effects  commonly  occur  with  use  of  this  medication? 

5.  What  side  effects  occur  more  rarely?  What  serious  side  effects 
are  possible? 

6.  Is  this  medication  addictive?  Can  it  be  abused? 

7.  What  Is  the  recommended  dosage?  How  often  will  the  medication  be 
taken?  What  times  of  day  should  tte  medicine  be  taken? 

8.  Are  there  any  laboratory  tests,  such  as  heart  ftinction  or  blood  tests,  that 
need  to  be  done  before  taking  the  medication?  Will  any  tests  I'leed  to  be 
done  while  using  the  medication? 

9.  Will  a psychiatrist  be  monitoring  the  child's  response  to  the 
medication,  making  dosage  changes  if  necessary?  How  often  will  the 
child's  progress  be  assessed?  And  by  whom? 

1 0.  Are  th^  any  other  medications  or  foods  that  should  be  avoided 
while  taking  the  medication? 

11 .  Are  there  any  activities  that  should  be  avoided  while  taking  the 
medication?  Are  precautions  recommended  for  any  other  activities? 


decision  to  stop  this  medication? 

1 3.  What  do  we  do  if  a problan  develops— for  example,  if  the  child 
becomes  ill,  if  doses  are  missed  or  if  we  see  signs  of  side  effects? 

1 4.  What  is  the  cost  of  the  medication  (generic  vs.  brand  name)?  Is  it  cov- 
eted by  healtii  insurance?  What  sort  of  financial  assistance  is  available? 

15.  Do  members  of  the  school  staff  need  to  be  informed  about  this 
medication? 

If,  after  asking  these  questions,  parents  still  have  other 
questions  or  doubts  about  treatment  with  medication,  they  can  ask  for  a 
referral  to  another  child/adolescent  psychiatrist  for  a second  opinion. 
Parents  seeking  referrals  to  a local  chilcVadolescent  psychiatrist  may  con- 
tact the  American  Academy  of  Child  arxi  Adolescent  Psychiatry  (AACAP), 
361 5 Wisconsin  Ave.  NW,  Washington,  DC  2001 6;  (202)  966-7300. 

This  sidebar  was  adapted  from  "Questions  to  Ask  about  Psychoactive 
Medications  for  Children  and  Adolesecents, " part  of  the  Facts  for  Famiues 
series  of  fact  sheets  dvm  AACAP.  The  senes  includes  53  fact  sheets  on  a 
variety  of  topics  related  to  the  mental  health  needs  of  children  and  adoles- 
cents. To  obtain  a complete  list  of  topics,  send  your  reque^,  with  a self- 
addressed,  stamped  envelope,  to  AACAP  Public  Information,  3615 
Wisconsin  Ave.  NW,  Washington,  DC  20016.  Free  copies  of  up  to  five 
individual  fact  sheets  can  be  obtained  by  mailing  a self-addressed, 
stamped  envelope  to  the  same  address. 

A complete  set  of  all  53  fact  sheets  may  be  purchased  for  $18  (inclu^ 
postage).  Make  checks  payable  to  "AACAP,"  and  send  to  AACAP  Public 
Information,  RO.  Box  %706,  Washington  D.C.  20090-6106. 


lianitfid  side  effec*ts  oi*  v’aiying  degit?es, 
parents  always  need  to  ask  about  poten- 
tial side  effec'ts.  Althouglt  certain  side 
effeo-ts  may  l:>e  characteristic  for  a specific 
medication,  any  drug  can  occasionally 
produce  unique,  unusual  changes. 

Parents  may  want  to  c ontact  tlie  pitsciib- 
ing  physician  wltenever  they  obseive  amj 
luqjor  dianges  in  dteir  c'hilcfs  behavior — 
exixxtcKi  or  imexpected — wliile  on  med- 
ication. If  side  effecis  peisist,  it  may  be 
time  for  an  alternative  medication. 

llie  Ayres  have  Itad  to  ac\jusl  Andys 
medication  on  a few  occ  asions.  “At  one 
pouit,  tlte  Tegretol  alTtu'ted  Andys  Ii\^er 
functioning,  and  Ids  white  blcxxl  cell 
coiuit  stalled  to  fill!  off  quite  drastically," 
said  Caller,  “litldiun  has  been  tlie  most 
successful.” 

Childn'U  with  sixxial  he;dlh  cixiv 
ntvds  may  ha\*c  some  imique  Issues 
tlieir  pmvnts  van  explore  witli  the  ciini- 
ctU  team  IxTore  initialing  Ireutmenl  with 
medications.  For  stiuleis,  the  letun 
should  examine  the  txdentitil  physical 
side  eflcxls  of  certain  medications  in 
mvas  whem  tlie  child  may  Ix'  esix'citiUy 
vailnerable.  For  oxample,  parents  of  cliil- 
dren  with  hcxul  conditions  miglil  wish  to 
(*onsuU  a cjuxliologisl  Ix'fon'  txwetxiing 
witli  psydioactive  nuHlicalioiis,  Some  of 
Uu»sc'  nuHlicalioas— the  Iritydic  imW- 
d(*pn\ssiints,  for  example" — canjined  the 
hciul’s  rhytlim,  slowing  juhI  a(*celemting 
th("  hc'jullH'at  inegultuiy. 

Sometim(\s,  t(X),  them  vim  Ix"  im 


imdesired  interaction  between  certain 
psychoactive  medications  and  other 
medications  being  used  for  conditions 
related  to  a developmental  disability. 

One  medication  might  dampen  the 
effectiveness  oi  exacerbate  the  side 
effects  of  tlie  oUier.  Pai^ents  with  chil- 
di'en  on  anti-seizure  medication,  for 
instance,  need  to  remember  tliat  certain 
other  medications  can  reduce  tlie  effec- 
tiveness of  the  anticonvulsant,  wltile 
otliers  can  exaggerate  its  potency  to 
toxic  (poisonous)  levels. 

Parents  need  to  describe  tlie  details 
of  theii’diild’s  current  medication  pro- 
gram to  theii*  cliild’s  psychiatrist.  IPs  also 
important  for  the  other  medical  profes- 
sionals involved  to  confer  witJi  the  psy- 
chiatrist, with  each  otlier,  and  with  the 
ptirents,  so  each  has  a thorough  under- 
stiuiding  of  the  treatment  phm  tliat  can 
be  taken  into  coiusidc'cation  wiien  any 
new  medication  is  presc*ribed. 

Not  a “cure’' 

Psyciioaciivo  medications,  when  used 
as  ptul  of  a comprehc'iusive  tmalment 
pix)gnun,  c*an  offer  a degree  of  contiol 
over  mentid  illnesses,  but  “crires"  mv 
still  imavrulable.  Andy,  now  14,  c'ontin- 
ues  to  struggle",  but  his  parc'nts  mv  gmtc"- 
fill  foi*  the  progress  he  has  made. 

“Andy  still  has  some  impulsive  bc'hav- 
iom,  but  I tliink  hes  fcH'ling  a lot  hc'tter 
alx)ut  himself,”  says  his  dad.  EP 

— JasoN  Rordrr 


Jason  Roeder  was  an  editonal  intern 
with  ExcmicmL  Rm:sr.  fie  is  noiv 
completing  an  internship  at  Botnx)S 
nmgazine. 

Ihe  following  expols  genetously  assist- 
ed with  this  article: 

• James  Ij’ckmam  M.D.,  Neison-Hanis 
I^x)fcssor  of  Child  Psychiatry  and 
Pediatrics,  Qiild  Study  Ccnt(n\  Yale 
IJnimsity  School  of  Medicine,  New 
Ha  ten,  CT. 

• Edwin  Mikkelsen,  M.D.,  Associate 
Pivfessor  of  Psychiatry,  Harranl 
Medical  School;  Medical  Dinrtor, 
Mentor  Qinical  Can\  Boston,  MA. 

• Luke  !}>ai,  M.D.,  Professor  of  Child 
Psifchiatry  and  R'diatrics  and  Ditvetor 
of  Developmental  Disonleis  Clinic, 
Unircisity  of  Michigan,  Ann  Arbor,  Ml. 

Some  of  the  injbnnation  in  this  arii- 
(ie  was  adapted  fivm: 

• The  flu  7N  FX)R  Fasuues  series  of  fact 
sheets  f mm  the  American  Amdrnny  of 
Child  and  Adolescent  Psychiatnj.  For 
mom  information  on  this  series,  sec 
'Questions  to  Ask'^abom. 

• Lpfs  Talk  Furs  Anon:  Cmumooi) 
l)!.soRi)KR.s,  a 15-pagc  booklet  pro- 
duced by  the  American  Psychiatric 
Association  (A!  A).  Fora  single  free 
copy,  write  to  APA,  Division  of 
Public  Affairs,  Dept.  EPM,  14(X)  K 
St.  NW,  Washington,  DC  J0f)05.  For 
it{formation  on  bulk  orders,  call 
(SOO)  J68-r)777. 
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SPECIAL  ADVERTISING  SUPPLEMENT 


MOVE  International 

Gmng  children  independent  mobility  and  choices 


0\'E  hiteniational  is  about  people  who  care.  About  dedi- 
cated individuals  who  took  a liard  look  at  their  past  work 
and  had  the  courage  to  call  it  a failure.  About  people  wtio 
aie  challenged  by  immobility,  and  about  tlie  people  who 
care  about  tliem.  People  like  Linda  Bidabe. 


Admihing  failure 

MO\^E — Mobility  Opportuiiities  Via  Education — began  with 
cliildren  who  had  severe  mental  and  physical  disabilities  and 
attended  the  Blair  Learning  Center  in  Bakersfield,  California  In 
the  early  1980s,  the  staff  of  the  center  decided  to  take  a cold, 

hard  look  at  the  out- 
comes of  their 
efforts  witli  these 
children. 

The  results  of  tliis 
evaluation  wei*e 
depressing:  Sixty- 
three  percent  of  the 
students  who  had 
profoiuid  disabilities 
and  were  nonambu  - 
latoiy  were  func- 
tioning belmo  the  six-month  level  of  motor  skill  development. 
Tliese  children  had  entered  the  educational  system  at  tliree 
yeius  of  age.  However,  by  the  time  they  left  school  at  age  22, 
many  seemed  to  have  fewer  skills  than  when  they  had  entered. 
Babies  were  growing  into  young  adults  with  painful  defomuties 
and  bleak  futures.  Mmiy  students  had  such  poor  head  and 
tnmk  control  that  they  could  not  sit  unsupported;  most  could 
not  feed  tliemsolves  or  use  the  toilet. 

Linda  Bidabe,  an  educator  working  for  tlie  Kem  Comity 
Superintendent  of  Schools  Offic'e  (which  operates  the  Blair 
Outer)  realized  tiiat  one  leason  for  this  apparent  regression  in 
skills  was  that  the  cldldren  spent  most  of  their  time  reclining  hi 
bean  bag  chairs  or  strappt'd  into  wheelchairs.  As  they  grew 
older  mid  heavier,  giuvlty  became  the  enemy.  Witli  hicreashig 
size  and  weight,  the  children  became  less  able  *o  l>ear  weiglit 
on  their  legs,  pull  up  to  a sitting  position  or  take  ieciproc*al 
steps.  With  lack  of  use,  their  limbs  became  less  flexible  and  less 
aiiienable  to  iiitinipulation  or  tlierc^y.  Over  time,  the  children’s 
(educational  program  tiuned  into  custodial  care;  teachers  and 
therapists  had  to  spend  so  much  time  caring  for  tlie  childrens 
basic  net'ds— positionhig,  fetxihig  and  toilethig— tliat  there  was 
little  time  left  to  help  the  children  learn  new  skills. 


Pilot  program 

A dynamic  mid  gifti'd  U'uclier,  Linda  nTused  to  accept  Uiis  sit- 
uation its  tlie  ineviUible  result  of  scwere  dLsiibilities.  In  the 
suniimu'  of  1980,  Linda’s  office  cn'iited  a mobility  pilot  pro- 
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gram  to  focus  on  just 
three  skills — sitting, 
standing  and  walking. 

The  students  involved 
in  the  program  were 
between  the  ages  of 
six  and  16;  ail  had 
multiple  disabilities. 

None  of  the  children 
had  ever  walked. 

Only  one  liad  any 
^eech.  The  program 
involved  integrating  every  aspect  of  the  educational  curricu- 
lum into  a physical  activity  that  could  help  teach  specific 
motor  skills.  For  example,  during  speech  thers^y,  the  children 
w^ere  placed  in  an  upright  stander  instead  of  a wheelchair. 
During  art,  students  would  sit  in  chairs  that  had  been  slightly 
modified  to  provide  support  and  prevent  falls  but  that  would 
encourage  their  back  and  stomach  muscles  to  work  through- 
out the  duration  of  the  activity. 

Tire  results  of  the  pilot  program  were  astounding.  The 
teachers  worked  with  individual  children  througliout  the  day 
on  specific  motor  skills,  such  as  sitting  or  standing.  Within  a 
matter  of  days,  an  individual  child  would  progress  from  toler- 
ating this  activity  for  a few  seconds,  to  sitting  and  standing  for 
an  hour  or  more. 

Not  only  were  the  children  mastering  the  motor  skills  that 
had  been  the  Oiiginal  objectives  of  the  program,  they  were 
also  becoming  more  alert  and  interactive — laughing  and  mak- 
ing attempts  to  commurucate  with  their  teachers  and  with 
each  other.  Giving  a child  a means  of  independent  mobility — 
and  the  opportunity  to  make  choices — l>ecame  the  foundation 
for  the  development  of  additional  skills. 

Teachers  were  amazed.  Parents  were  timlled.  It  was  obvious 
the  program  needed  to  be  defined  and  expanded.  Through  a 
Rotary  International  fellowsltip,  Linda  spent  a year  in  Australia 
replicating  the  early  successes  of  the  program  and  doing 
research  to  write  the  MOVE 
curriculum. 

EQUIPHUNT  NttDS 

One  of  the  most 
pressing  prob- 
lems was  the 
need  to  design 
(Hiuipmenl. 

Linda’s  early 
research 
showed  that 
children 
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A3VEBER  STEENBOCK 

lAoing  a Mfe  on  the  move 

Ever  since  I can  remember,  1 have  wanted  to  get  around  and  go  piaces.  This 
might  have  something  to  do  with  moving  being  a big  part  of  my  childhood. 

I was  bom  in  Japan.  About  three  months  later,  my  paraits  and  t moved  to 
Coioraclo.  There,  my  two  younger  sisters  made  their  appearances. 

Even  as  a very  young  ^ild,  I seldom  allowed  my  physical  distdtility  (quadriptegic 
spastic  cerebral  palsy)  to  interfere  with  my  perpetual  goal  of  being  on  the  move. 

After  mastering  the  art  of  rolling,  I found  this  to  be  a retathreiy  fast  and  efficient 
mode  of  travel  ft»r  my  little  body. 

Afterkindergarten,vvemovedtoKentucky.There,lgotmyfirstrnotDri2edvvheel- 
chair.  The  wheelchair  didn’t  go  very  fast,  but  1 enjoyed  my  new  freedom,  and  thought  I 
was  hot  stuff.  So  did  my  new  neighiwrhood  friends.  Togediet;  we  discovered  a gti^ 
new  way  to  have  fun.  A jump 
ropewashedtomychaur 
handle,  and  six  or  eight  teller 
skaters  were  given  a “high- 
speed” tow. 

I A couple  of  times,  I even 
i ran  away  from  home.  I 
packed  my  little  toy  suitcase 
with  my  favorite  things  and 
drove  angrily  down  the  side- 
i walk— but  I always  changed 

i my  mind  by  the  time  I turned 
; the  first  comer. 

I After  eighth  grade,  we 

! moved  to  our  farm  in  Oregon 
i and  put  down  some  roots, 
i My  sisters  and  I attend 
I Marshfield  High  School, 

I where  I am  a senior, 
i When  my  physical  thera- 

I pist  introduced  me  to  the 
MOVE  program  at  the  begln- 
! ning  of  the  last  school  year,  I 
: was  interested.  She  told  me  that  this  was  no  ordinary  program.  Rather  than  the 
■ therapists  telling  me  what  to  do,  I would  be  in  control  of  the  pace  and  order  In  which 
I progressed.  That  sounded  very  cool.  So,  we  went  to  work. 

I I wasn’t  very  impressed  In  the  beginning.  Learning  to  balance  in  a regular  chair 
was  hard  work.  It  took  a long  time  and  it  wasn’t  much  fun.  But  after  I mastered  that 
i skill,  things  started  moving  faster.  Next,  I worked  on  “prompted”  stending  for  three 
minutes,  and  then  prompted  walking,  supported  from  the  front  or  the  rear. 

In  December,  I met  a brilliant,  fun  and  incredibly  understanding  woman  named 
Linda  Bidabe,  the  creator  of  MOVE.  Linda  brought  me  a Rifton  Gait  Trainer.  I stood 
i there  for  a minute,  feeling  an  awesome  sense  of  control.  This  was  going  to  be  the 
' first  time  I would  walk  under  my  own  power.  I took  off  across  that  cafeteria,  and  I’ve 
■ never  looked  back. 

’ The  Gait  Trainer  is  a walker  with  adjustable,  removable  prompts.  Already,  my 
“training  wheels”  have  been  removed;  next  I’ll  lose  the  seat. 

MOVE  has  opened  doors  for  me.  Transfers  are  easier.  I eat  lunch  in  a regular  chair. 

; I walk  the  halls  after  school  and  chat  with  friends.  I am  able  to  “dance.”  Almost 
■ every  day,  I gain  confidence,  and  am  surprised  by  new  or  better  abilities. 

-Amber  M.  Steenbock 

Amber  M.  Steenbock,  17,  lives  with  her  sisters  Erin,  16,  and  Audrey,  14,  and  parents, 
Mark  and  Deborah,  on  a family  farm  in  Coos  Bay,  Oregon.  Amber  loves  reading,  writ- 
ing and  using  her  computer.  She  also  enjoys  working  with  small  children;  one  of  her 
goals  is  to  become  an  elementary  or  pre-school  teacher. 


with  profound  disabilities  often  required 
more  than  2,000  practice  sessions  to  master 
a singie  new  motor  sWil.  Public  education 
simply  did  not  have  the  resources  to  hire  the 
additional  personnel  needed  to  hold  children 
in  place  while  they  practiced  these  skills. 

The  equipment  that  was  needed  to  support 
the  MOVE  curriculum  did  not  exist 

In  the  begimiing,  Linda  and  ( he  staff  of  the 
Blair  Center  created  their  own  >?quipment— 
using  little  more  than  old  bicycle  parts  and 
imaginatioa  Then,  in  1990,  Lind<i  asked  the 
Hutterian  Brethren,  members  of  a Christian 
community  who  operate  Rifton  .'Squipment,  if 
they  would  like  to  work  with  the  Keni  County 
Superintendent  of  Schools  to  meet  the  unique 
needs  of  this  program.  The  equipment  had  to 
be  versatile  enough  to  serve  a variety  of  stu- 
dents with  varying  levels  of  proficiency,  yet 
sturdy  enough  to  be  passed  do\vn  from  clas.« 
to  class  as  chilciren  progressed  through  tlie 
program.  The  equipment  needed  to  support 
children  with  the  most  severe  ciisabilities,  yet 
that  support  had  to  be  progressively  remov- 
able as  students  gained  strength  and  skills. 

As  a result  of  this  collaboration,  Rifton 
designed  and  created  several  key  pieces  of 
equipment — the  Mobile  Prone  Stander,  the 
Universal  Chair  Frame  and  the  Gait  'frainer. 
Each  piece  of  ecuipment  uses  a series  of 
“prompts” — belts  or  str£q)s — that  provide  sup- 
port to  different  parts  of  the  body  and  can  be 
gradually  remo\'ed  as  a child  develops  skill 
and  confidence. 

The  curriculum  in  action 

MOVE  takes  a practical,  conmion-sense 
approach  to  teacliing  children  to  sit,  stand 
and  walk. 

For  years,  many  doctors,  therapists  and 
teachers  have  believed  that  in  order  to  walk, 
children  must  first  learn  to  push  up  and 
crawl.  The  natural  inclination  of  adults  is  to 
begin  teaching  where  children  start  failing, 
llirfortunately,  this  approach  did  not  work 
well  for  children  with  the  most  severe  dis- 
abilities. As  children  worked  on  skills  like 
crawling  or  rolling,  they  grew  into  adults 
who  were  still  working  on  the  same  skills. 

MOVE  turned  that  model  on  its  head. 
Instead  of  using  a “bottoin-up"  model  based 
on  typical  infant  development,  Linda  began 
by  doing  a task  analysis  of  the  skills  the  chil- 
dren would  need  to  lead  functional, 
dignified  to  es — skills  like  bathing  indepen- 
dently, feeding  themselves  and  using  the 
bathroom. 


ass 
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MARKUS  SMITH 

Working  toward  a dream 

Martois’  physical  therapist,  Darron  Veh,  called  me  in 
October  of  1994.  He  wanted  to  Iry  something  differ* 
enf  with  my  son.  Markus  is  10  years  old  and  h^  cerebral 
palsy.  We  had  “tried”  many  different  things  to  improve  his 
motor  abilities,  but  Markus  had  made  little  progress  in  the 
last  several  years.  Markus  could  stand  in  a prone  stander, 

I but  hated  it  He  could  wheel  himself  slowly  and  enatically  in 
his  wheelchair,  but  required  assistance  to  travel  any  dis- 
tance. His  poor  vision  made  motorized  mobility  risky.  What  type  of 
experiment  were  we  going  to  subject  Markus  to  this  time? 

Darron  Introduced  us  to  MOVE  and  the  Gait  Trainer  and  Mobile 
Stander.  Markus  loved  the  stander  and  was  immediately  able  to 
wheel  himself  around  in  an  upright  position.  Markus  then  tried  the 
Gait  Trainer.  He  struggled,  but  couldn’t  quite  get  it  moving.  As  a 
team,  we  discussed  which  piece  of  equipment  Markus  should  work 
with.  We  decided  to  work  with  the  Gait  Trainer  because  it  would  pro- 
vide more  room  for  improvement. 

Markus  initially  required  every  prompt  on  the  Gait  Trainer  and  assis- 
tance to  make  it  move.  These  struggles  in  the  school  hallways  pro- 
duced benefits  far  beyond  the  physical.  Markus’  schoolmates  stopped 
I to  encourage  him.  A class  of  eighth  graders  gave  him  a spontaneous 
I ovation.  Teachers  and  students  encouraged  Markus  and  applauded  his 


every  litUe  success.  His  self  confidence  began  to  grow. 

A year  ago,  Markus  told  a doctor,  "My  greatest  hope  is 
to  walk  someday.”  Ho  was  now  tal^  his  first  steps 
toward  this  dream. 

After  just  four  months,  Markus  is  able  to  walk  30  to  40 
minutes  a day  in  his  Gait  Trainer,  for  distances  of  up  to  a 
half  a mile.  He  now  requires  only  the  forearm  supports  and 
one  leg  prompt  He  still  has  trouble  controlling  his  direction, 
but  the  power  is  all  his. 

Markus  has  moved  out  of  a wh^lchair  desk,  and  into  a 
“regular”  desk.  He  said,  “I  love  having  a desk  like  the  other 
kids.  I can  get  my  own  books  and  pencils  and  that  other  stuff.”  Even 
Markus’  wheeled  mobili^  has  improved.  His  wheelchair  speed  has  tripled, 
and  he  now  wheels  himself  around  the  school  completely  independently. 

My  husband,  Michael,  has  always  felt  Markus  could  walk  if  we 
could  find  the  right  equipment  to  give  him  the  support  he  needed. 

We  finally  found  the  equipment  and  the  approach.  We  look  forward, 
with  anticipation,  to  seeing  what  Markus  can  accomplish  next 

-Gilda  Smith,  mth  Darron  D.  Veh 

Markus  Smith  is  a third  grade  student  at  Nickerson  Bementary  School 
in  Nickerson,  Kansas. 

Damn  D.  Veh,  R I,  is  a phy^  therapist  mth  Reno  County  Btucation 
Cooperative,  which  provides  special  education  services  to  Nickerson 
Elementary  School  students. 


Instead  of  starting  at  the  point  where 
a child  begins  to  fail,  the  MOVE  curricu- 
lum starts  at  the  point  where  he  or  she 
begins  to  succeed.  MOVE  starts  with 
real  life  skills. 

Upon  entering  MOVE,  a cTiild  is 
assessed  starting  at  the  hiqhpst  skill  level 
and  moving  down  to  the  first  level  at 
which  he  or  she  demonstrates  proficien- 
cy. If,  with  support,  a child  can  bear 
weight  and  move  his  or  her  legs  recipro- 
cally, why  work  on  the  skill  of  crawling? 
Witli  continued  practice  and  the  applica- 
tion of  MOVE  principles,  many  can  leani 
inrlependent  movement. 

MOVE  GOES  INTERNATIONAL 

TIh*  success  of  MOVE  has  been  phenom- 
emil.  The  cuiriculum  has  been  traiuilatod 
into  seven  languages,  and  trmmng  work- 
shops art'  conducted  throughout  the 
United  States  and  Europe.  Today,  MOV?] 
International,  a not-for-profit  organiza- 
tion, is  supplying  infonnation  al:>out  the 
MOVE  program  to  people  in  all  parts  of 
the  world. 

For  more  if\formationy  contact: 
MOVF  httrntational,  Citfj  Outer,  LJ(X) 
17th  St.,  Bakersiwid,  CA  tmOl;  (Sai) 
6:Ui-lf5()0  (iv  I (v). 


SIMON  THORPE 

Hard  work  leads  to  greater 
independence 

In  1 993, 1 1 -year-old  Simon  Thorpe  received  a 
McDonald’s  Child  Of  Achievement  Award  for 
sitting  on  a standard  chair  at  a table  and  feeding 
himself.  For  Simon,  these  “simple”  tasks  represented 
a major  achievement 

Sirnon  vvas  bom  vvitii  profound  learning  and  physical 
disabilities— including  difficulties  in  moving  and  c^^ 
trolling  all  lour  limbs.  H'is  Mfy  was  detennined  that 
Simon  should  live  as  full  and  active  a life  as  possible. 
Together,  the  fcunily  vvorked  to  encourage  Simon  to 
nxjve. 


Simon  Thorpe  received  a 1993 


McDonald’s  Child  of  Achievement 
Award  from  British  breaststroke 
champion  Nick  Gillingham  and  British 
television  star  Trudi  Goodwin. 


In  1984,  Simon  began  to  receive  home-based  physi- 

! cal  theropy.  At  five,  he  began  to  attend  Gorse  Bank  School  in  Chadderon,  England,  a ^leclal  school 

j for  children  vvith  learning  difficutties,vvhere  therapists,  teachers  and  parents  vvnkik)^  together. 

I By  1 992,  Simon  was  able  to  sit  in  fully  supported  seating  and  could  tolerate  being  placed 
j upright  in  a standing  frame.  However,  he  was  unable  to  feed  himself,  sit  on  a standard  class- 
room chair  or  walk. 

! in  June  1 992,  with  the  backing  of  school  officials,  the  physical  therapy  department  intro- 

duced MOVE.  Simon's  participation  required  teamwork  from  parents,  teachers  and  therapists; 
but  above  all,  it  required  hard  work  from  Simon. 

j After  one  year,  Simon  was  able  to  sit  on  a standard  chair  without  support  and  feed  himself, 
j Following  major  surgery  to  his  legs,  Simon  is  now  learning  to  walk. 

I -RNorbuty 


\ Mrs.  P.  Norbury,  M.C.S.R,  S.R.R,  is  supervising  physiotherapist  of  the  Learning  Difficulty 
j Services  department  at  Gorse  Bank  School  in  Chadderton,  England. 
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^^Appropriate  movement 
not  static  positioning, 
is  the  key  to  improved 
health  and  independence** 

The  M.O.VE*  curriculum 


Walking  with  his  father  is  now  a daily  joy  for  Duane  Bazeley.  Thanks 
to  his  parents,  teachers.  M.O.V.E.*  and  Rlfton  Equipment.  Duane  Is  making  real 
progress.  The  M.O.V.E.*  curriculum  teaches  standing,  walking,  and  functional 
sitting  skills  to  children  with  disabilities.  Working  In  partnership 
with  M.O.V.E.*  founder  Linda  Bldabe.  Rlfton  has  developed  a 
complete  line  of  equipment  to  support  the  M.O.V.E.*  program. 

•llu*  M.O.V.k.  rurrirulimi  Isropyrlghlctl  by  Kcm  County  ('alifornla 
SupcrlnU'iulrnt  ofSrhools  and  llrt'tiscd  to  M.O.V.E.  Intcrtiatlniml. 

Take  your  first  step  today.  Call  1-800-374-3866 
for  more  Information  and  a free  catalog. 
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Hifton  for  Pnoplo  Ilios  • PO  Dox  901.  Route  ?13  • F^iUot,.  NY  I?47t  09(»t 


James  Meadours 

^^Self-advocacy  makes  me  feel 
good  about  myself  ” 

James  Rirfunri  Meadouis,  28,  is  a paid  VISTA  volunteer 
ivmicingfor  the  Tulsa  A)v  in  Tulsa,  Oklahoma.  In  this 
position,  Meadouts,  ivho  has  mental  retardation,  ivorks 
leith  People  Fhst,  a self-advocacy  oiganization.  He  helps  to 
set  up  nciv  self-adixxacy  givups  and  to  support  existing 
gmupsjur  people  until  developmental 
disabilities. 

In  September'  1995,  James  ivas  a 
featured  speaker  at  the  National 
Collalxn -at ive  Academy  on  Mental 
Retardation  sponsored  by  the  Pres- 
idenVs  Committee  an  Mental  Retard- 
ation. This  article  is  adapted  frmn  the 
s})ecch  he  prepared  for  that  event. 


People  with  mental  retardation  and 
developmental  disabilities  have 
come  a long  way.  I remember  five 
years  ago  when  I joined  the  board  at 
the  Tulsa  Arc.  It  was  my  first  time  to 
serve  on  a board  of  any  kind.  Inside  of 
me,  I wondered  if  I was  going  to  do 
well  or  if  I would  fail. 

At  first,  I did  not  understand  my  role 
as  a board  member,  but  I grew  as  the 
oiganization  grew  When  I started  serv- 
ing on  the  board,  the  center  had  only 
three  staff  members.  Now  we  have  15 
staff  members  working  across  the  state, 
and  I am  one  of  them.  Back  then,  I did  not  imagine  myself 
doing  this  job  today. 

Duck,  duck,  goose 

I rememl)er  when  I was  a child.  It  was  hard  to  make 
friends.  Kids  made  fim  of  me  and  teased  me. 

School  was  a challenge,  too.  When  I was  in  fifth  giade, 
they  put  me  in  a gym  class  wntli  second-graders.  That  made 
me  feel  left  out.  In  tlie  second-grade  gym  class  tliey  played 
that  little  kids'  game  called  “duck,  duck,  goose.”  The  fifth 
grade  gym  class  played  flag  football.  I went  home  and  told 
my  mother.  The  next  day  she  called  the  school  to  complain. 
Afterwards  the  teacher  was  angiy  with  me  because  he 
thought  the  sc'cond-gmde  class  was  right  for  me. 

It  wasn’t  until  high  scIuk)!  that  1 was  able  to  chaUenge 
myst'lf.  I took  reguliu*  cU\ssi^s.  It  Wiis  hard  but  at  least  I 
tried.  In  the  eleventh  gmde  I got  on  the  honor  roll  at  high 
sc'hool.  I really  appreciated  my  teachers'  supi>ort.  1 wish 
eveiyone  could  lx*  \n  regulm*  (*Uisses. 
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Eighteen-month-dd  James  spends  an 
affectionate  moment  with  his  mother,  Ruth 
Ann  Meadours,  and  infant  bfother,  Joe. 


Transitions 

The  hardest  part  of  leaving  high  school  or  an  institution  is 
having  the  ability  to  nmke  something  good  for  yourself.  We 
need  help  to  find  jobs  in  the  community  instead  of  in  shel- 
tered workshops.  We  need  better  transition  support.  I see  a 
lot  of  people  get  stuck  in  comers  and  never  have  a chance 
to  work  at  a real  job.  It’s  better  if  you  let  us  make  mistakes 
in  the  so^alled  “real  world.” 

It  is  important  for  us  to  have  good  support  and  real 
friends.  We  don’t  want  paid  staff  to  take  of  care  of  us  all 
the  time.  I was  in  a workshop  for  about  three  yeais  before 
leaving  high  school;  I worked  during  Uie  summer  months. 

At  the  time,  I thought  the  workshop 
job  was  okay. 

After  higli  school,  I moved  to  a 
group  home.  At  the  time,  I thought  it 
would  be  great  to  get  out  of  my  step- 
mother’s hair,  and  my  dad’s  hair,  too. 
But  it  was  hard  for  me.  I was  the  only 
person  in  my  group  home  who  had 
never  lived  in  a institution.  I felt  my 
family  fading  away  from  me.  I felt 
alone. 

Making  friends 

I was  the  only  Catholic  at  our  group 
home.  One  day  I saw  an  annouitcement 
in  the  church  bulletin.  It  talked  about  a 
dance  for  people  who  are  18  years  old 
to  “40-something.” 

I wanted  to  go,  but  I was  scared. 

First  of  all,  I did  not  know  what  they 
meant  by  “40-something.”  Aiso,  I did 
not  know  what  they  would  say  about 
me  living  in  a gi  oup  home  or  if  tliey 
would  want  a person  with  mental 
retardation  coming  to  the  party. 

But  I went  anyway,  and  I really  ei\joyed  myself.  I made 
friends  at  the  party — like  my  best  friend,  Matthew,  and  his 
giilfriend,  Mary.  Now  Matthew  and  Mary  are  married  and 
have  a little  boy  named  Tommy. 

Some  of  my  new  friends  were  on  tlie  chui  ch’s  softball 
team.  They  invited  me  to  watch  them  play  softball  on 
Saturday  after  the  party,  but  I couldn’t  go  because  I had  to 
go  to  the  workshop.  The  next  week,  I saw  my  new  friends 
after  church  and  they  gave  me  a ride  to  the  game.  A yeai* 
later,  I started  playing  softball  with  them.  Now  I have  been 
playing  softball  for  seven  years. 

Living  indepemleiitly 

Meim while,  there  were  a lot  of  changes  at  the  group 
home.  Tliey  got  a new  executive  director,  and  tliere  were 
a lot  of  new  niles.  For  exmnple,  residents  had  to  hike  a 
test  to  eimi  a key  to  the  home. 

In  1990, 1 had  a meeting  with  staff  members  and  my 
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"Musicware" 

Learning  Through  Song  & Games 


• The  Rodeo* 

• Teen  Tunes* 

• Away  We  Ride*t 

• Old  MacDonald's  Farmf 

• Five  Little  Ducks t 

• My  Action  Bookf 

• Make  It  Got 

• Best  of  kidTECHt 

• Five  Green  & Speckled  Frogst 

• Monkey's  Jumping  On  the  Bedt 


Call  l-8«5-396-8676  for  brochure 

Software  for  MACINTOSH  & PC 

* Software  appropriate  for  teens  with  multiple  disabilities, 
t Software  appropriate  for  all  early  childhood  students. 


ACCESS  OFriONS: 

Mouse,  TouchWindow®, 
Single  Switch,  IntelHKeys®, 
Ke:nx®  with  Key  Largo^ 
(Overlays  available) 


SoftTouchAddTECH 

4182  Pinewood  Lake  Drive 
Bakersfield,  CA  93309 
Ph  805-396-8676  fax  805-396-8760 


Tersondiztd  InterdisdpCimry 
(Programs 


HMS  School  for  Children 
with  Cerebral  Palsy  serves 
children  with  multiple 
disabilities  resulting  from 
cerebral  palsy  or  traumatic 
brain  injury  who  need 
comprehensive,  individually 
structured  programs  that 
include: 

Physical  & Occupational 
Therapies 
Special  Education 
Speech/Language  Therapy 
Music  Therapy 
Communication  Aids 
Special  Medical  Attention 
Adapted  Recreational  Activities 

fniinrlpH  in  IftftP. 


Technology 


HMS,  founded  in  1882 
is  open  to  students  two 
to  21  years.  The 
experienced  staff  and 
well-respected 
consultants  provide 
strong  interdisciplinary 
programs  for  day  and 
residential  students  at 
the  licensed  private 
school. 


For  more  information  write  or  call: 

Diane  L.  Gallagher,  Ph.D.,  Director 

ScftooC 

For  Children  With  Cerebral  Palsy 

4400  Baltimore  Ave,  Philadelphia,  PA  19104 
(215)222-2566 
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The  Baby  Jogget® 

Mobility  and  comfort  combine  for 
both  parent  and  childl  The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs,even  sand  and 
snow  with  The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

POB  2189.  Yakima,  WA  98907 
1-800-241-1848 
Safa,  stable,  endorsed  by  pedlatrtdanc. 

01990  RSI 


/ete  Guide 
Caregiving 


Steven  J.  BacliracJi,  ivIeD. 

with  Marilyn  L.  Boos,  R.N.C., 
Linda  Duffy,  P.A.-C,, 

Douglas  'r.  Pearson,  Ph.D., 
Rhonda  S.  Walter,  M.D., 
and  Joan  Lenett  Whinston 


Written  by  a team  of  experts  associated  with  the 
Cerebral  Palsy  Program  at  the  Alfred  I.  duPont 
Institute,  this  book  addresses  the  complexities 
and  uncertainties  of  cerebral  palsy  while  pro- 
viding information  about  everything  that  anyone 
might  ever  need  to  know  about  the  condition. 

*^Sound  professional  advice  and  a caring 
commitment  to  work  with  you  to  do  what’s 
blest  for  your  child — that’s  what  anyone  who 
is  the  parent  of  a child  with  cerebral  palsy 
wants.  And  that’s  what  Drs.  Miller  and 
Baehrach  and  their  colleagues  offer  in  tliis 
book.”— from  the  Foreword,  by  Joan  Lenett  . 
Wliinston,  parent  of  a child  witii  cCrebraf 
palsy  and  autlior  of  fmJaihm 

A Johns  Hopkin^  Health  Booh  $35.95  hardcover 

The  Johns  Hopkins  University  Press 

Hampden  Station,  Baltimore,  Maryland  212M.. , 
To  order,  cain-800.5J7-5487. 
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Special  Care 
for 

Special  People 

Progr«jSsive  education,  home  environment  for  the  mentally 
handicapped  chiid  and  aduit  Opportunity  for  educationai  progress 
at  any  age— muitipie  recreationai  and  sociai  activities.  A year- 
round  program  with  an  active  and  fuii  lifestyie  among  friends  t n 
a 750-acre  biuegrass  estate.  Est.  1893. 

Phone  502-875-4664/Fax  502-227-3013 
or  write  for  brochure 

THE  STEWART  HOME  SCHOOL 
Box  20,  Frankfort,  KY  40601 

John  P.  Stewart,  M.D.,  Resident  Physician 


Children’s  Specialized 
provides  a coordinated  approach  to  compre- 
hensive rehabilitation  services  for  children  and 
adolescents.  A continuum  of  care  in  a managed  care 
world  including  pediatric  sub-specialty  diagnostic 
services,  inpatient  care,  day  hospital  and  ambula- 
tory care  programs. 

Children’s  Specialized  Hospital 

MOUNTAINSIDE  • FANWOOD  • TOMS  RIVER 

NEW  JERSEY 

(908)  233-3720 
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DRESSING  TABLE 

for  your  convenience 


• dress,  change  and  bathe  your  child  at  the  right  working  height 

• saves  your  back 

• saves  space,  as  it  folds  against  the  wall  when  not  in  use 

• when  fixed  in  the  bathroom  it  can  be  used  as  a shower  stretcher 

• good  quality  for  a good  price 

ideal  for  Special  Education  Classrooms  and  other  facilities,  as  this  table 
will  accommodate  larger  children  and  young  adults. 

Call  now  for  details  and  information  on  our  bathroom  safety  equipment: 
Linido  USA  Chattanooga,  TN,  USA  1-800-698-4504 
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300  E,  NEW  HOPE  RD.,SrE.  201 
CEDAR  PARK,  TX  78613 
<800)  626-0698  FAX:  <800)  393-4408 


"WE  START  WHERE 
THE  OTHERS  STOP" 


OUR  PRODUCTS  ARE  DESIGNED 
TO  ENHANCE  THE  ABILITIES  OF 
THE  MOST  CHALLENGED 
INDIVIDUAL  WE  SPECIALIZE  IN 
ALTERNATIVE  WHEELCHAIR 
DRIVER  CONTROL  SYSTEMS 
AND  ELECTRONIC  (NO  TOUCH) 
SWITCHES  FOR  COMPUTER  AND 
COMMUNICATION  DEVICE 
ACCESS. 

WE  WELCOME  ALL 
INQUiRiES 
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stepmother  and  father  to  discuss  my  goals.  I said  that 
1 one  of  my  goals  was  to  move  out  of  the  group  home. 

The  staff  told  my  parents  I should  wait  until  I was  30 
, yeai's  old. 

' Later,  I was  talking  to  my  friends,  Matthew  and  Mary 
! and  some  othem,  while  we  watched  the  Super  Bowl.  I told 
them  I wanted  to  move  out  of  the  group  home. 

I tliouglit  they  would  tell  me  I should  stay  at  the  group  I 
I home.  Instead  they  asked  if  I was  free  on  Saturday.  ^ 

. I told  them,  ‘Tes,  I am.’'  j 

I That  Saturday,  they  helped  me  look  for  an  apartment. 

5 We  looked  at  a lot  of  apartments,  and  the  last  place  we  ! 

' saw  seemed  like  a good  match  for  me. 

The  staff  people  at  the  group  home  called  my  stepmodier 
I and  father.  My  parents  questioned  me  about  my  plans.  I i 
! stood  tall  and  told  them  I was  ready  to  live  independently.  ; 
Three  weeks  later,  my  friends  helped  me  move  into  my 
new  place. 

I decided  to  play  a joke  on  my  friends.  I called  and  left  a ; 
i message  on  their  answering  machine  saying  I burnt  down  | 

• the  kitchen  after  my  first  night’s  stay  in  my  own  apartment.  | 
I I still  enjoy  living  independently.  I get  support  from 
: People  First,  Best  Buddies  (a  group  that  pairs  people  with  ; 

and  without  disabilities)  and  other  programs. 


A Special  Care  Facility 
Exclusively  for  Children 

At  \'(H)rlKVs  IVcIiatric  raciliiy  wo  provklo  oonipivlioiisiv  o and  prugrossi\  o 
suhaouto  hoallh  oaro  lor  niodioally  tVagilo  diiklron  ai>os  hirtli  u>  21  yoars. 

Horo's  w liv  X'oorhoes  eodiairic  Facility  i'^  tlio  rij»lit  choice: 

• An  aliomativo  to  acute  eare  liospitali/ation  — with  dramatic 
cost  savings 

• L;irj»est  pediatric  veniilalor  unit  in  the  countiA  (nuiudinj;  pressure*  \entst 

• Strong  medical  and  rehal^ilitative  iiiierdlsc:plinaiy  team  approach 

• In-house  developmental  pediatrician  aiul  medical  rc'sideiit  program 

• Hoard  certified  pediatric  pulmonologists 

• Affiliated  with  St.  Christopher’s  Hospital  for  Children  and 
Cooper  Hospital's  Child  Developmeni  Center 

• Kespite  Care  available  at  our  lOS-hed  facility 

• Future  programs  - Pediatric  specialized  medical  day  and  home 
health  care 

• Caring  for  children  from  the  Mid-Atlan':c  .states s/wc<*  1982 


V^rhees  Pedi^ic 
.4*4  Focilitc 


Cad  I mlerlatul.  .Ndniinistralor 
l>Oi  l.auicl  O.ik  U(»atl  • \o<idiees.  Nc  a ,lerse\  i)Si)  i.SOJ 

hrochure  or  \ideo  a\ail.il)le  upon  u‘t|uesi. 

** Accreditation  with  Commendation" 

|oml  fnimmssmn  on  Vuedilation  ol  H«>snh.il  ( ))j^.nii/.inons 
\kiuhn  N.itioiul  \ss«KUlion  ol  tJiiklu  ns  1 lospii.iK  .ind  Kekiusl  InsiiUmons 
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James  (right)  enjoys  Christmas 
dinner  with  Aunt  ^ndy  (left)  and 
Cousin  Lara  (center). 

Becoming  a self-advocate 

Everyone  should  try  to  be  an 
advocate  for  someone.  Even 
be  an  advocate  for  yourself! 
Sometimes  self-advocacy  is 
hard.  Some  people  do  not 
take  us  serious  when  we  say 
things  to  try  to  make  our  lives 
better. 

I started  attending  the 
People  First  group  in  Tulsa  in 
1988.  My  only  reason  for  going 

roiKinn<‘(l  on  /xu/c 


James  saved  a special 
Christmas  hug  for  his 
favorite  uncle,  Paul  Bankies. 


..Introducing  KID  KEYS.. 

The  keyboard  for  early  learners. 


KID  KEYS  is  designed  with  the  alphabet  and  numbers 
in  mind.  It  makes  your  computer  more  user  friendly 
and  FUN  for  the  earliest  computer  usersl 


- BIG  COLORFUL  1 inch  alphabet  and  number 
ordered  keys  are  easy  to  find. 

- Plug  compatible  with  PC/XT  and  PC/AT  c»mputers. 
Requires  no  additional  software. 

- Macintosh  now  available. 


Key  Concepts  1-800-293-5090 

Box  21066  Charlotte,  NC  28277 
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rotidunni  from  pr/r/r*  61 

to  tliat  first  meeting  was  to  find  out  how 
to  change  the  address  on  my  voting  card 
after  moving  to  the  group  home.  I jast 
wonder  sometimes — what  if  I didn't 
happen  to  change  my  voting  card?  I 
probably  would  not  be  involved  in 
People  First  or  belong  to  other  groups 
helping  my  peers.  I probably  would  still 
live  in  a group  home  and  work  at  a 
workshop.  I probably  would  have  done 
nothing  to  better  myself. 

I have  really  eryoyed  serving  as  a self- 
! advocate  with  many  different  groups.  I 
I share  my  experiences  as  a peison  with 
i mental  retardation.  Other  people  can 
j learn  fix>m  my  experiences.  I have 
i learned  a lot,  too.  It  makes  me  feel  good 
about  myself. 


In  April  1994,  James  traveled  to 
Washington,  DC  to  attend  The  National 
Reform  Agenda  and  People  with  Mental 
Retardation:  Putting  People  First,  a 
meeting  sponsored  by  the  President’s 
Committee  on  Mental  Retardation. 
Before  his  participation  on  a pane!  of 
self-advccates,  James  chatted  with 
Donna  Shalala,  Secretary  of  the  U.S. 
Department  of  Health  and  Human 
Services,  and  Chair  of  the  President's 
Committee. 


“Listen  to  usr  - 

Last  April,  when  the  President's  Conmuttee  on  Mental 
Retardation  asked  me  to  come  to  Washington,  DC,  I felt 
that  I would  not  only  represent  myself,  but  all  my  peers 
from  Oklahoma.  One  close  friend  told  me  that  professionals 
in  the  field  of  mental  retardation  would  start  asking  me  to 


speak  all  over  the  countiy.  That  made 
me  a littJe  nervous.  My  friend  told  me, 
“You  feel  like  you  need  to  know  all  the 
answers,  but  you  don't.  You  just  need 
to  be  yourself  and  tell  how  you  really 
feel  about  things.” 

This  is  how  I really  feel:  My  dream  is 
to  see  equal  rights  for  people  with  mental 
retardation.  I know  many  parents  and 
professionals  share  this  vision.  People 
with  mental  retardation  can  help  make 
this  vision  a reality.  listen  to  us.  If  you 
say  something  that  might  be  over  our 
heads,  ask  questions  to  make  sure  we 
imderstand.  If  we  don't  understand  at 
first,  use  words  we  can  understand  so 
we  can  share  information.  Help  us  par- 
ticipate and  give  us  support  when  we 
need  it. 

One  of  my  favorite  quotes  is  by 
Goethe.  The  quote  is  about  the  power  of  expectations,  and 
it  goes  like  this:  “If  you  treat  an  individual  as  he  is,  he  will 
stay  as  he  is.  But  if  you  treat  him  as  if  he  were  what : 
ought  to  be  and  could  be,  he  will  become  what  he  ougl  it  to 
be  and  could  be.”  EP 


EXPANDED 

^ CATALOG  FEATURES 
OVER  5000 
^ THERAPEUTIC, 

RECREATION 
AND  TEACHING 
PRODUCTS 

Exciting  and  new:  outstanding 
books  on  active  learning, 
movement  education,  more  balls 
ifiat  make  sound,  hand 

therapy  "squeezy  things", 

stimulating  aromatherapy  prcdu*-ts.  Our  own  line  of 
adjustable  positioning  chairs  & positioning  equipment 
plus:  adapted  toys/games/furnIture,  aquatics, 
gross  motor,  rideons,  manipulatives, 
active  play/balls,  sensory 
stimulation  products. 


800  7*?3 


fiA 

FHEECATALOO 
150  No.  MacQuH^ft 
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The 

WeatherBreakeit 

collapsible  canopy  for  ALL  wheelchairs  and  strollers. 


'Hey  Atom  I'm  "Ready  To  Oo  Outside! 

The  weather  doesn’t  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there’s  no  break  In  i.'ie  weather,  The 
WeatherBreaker  protects  against  downpour. , '■  • sunburns. 

Heat  and  sun  protection  is  medically  necessa''y  for  many  chil- 
dren, reimbursable  by  private  or  state  insurance,  and  Medicaid 
in  some  areas.  Contact  your  local  medical  supplies  dealer,  or  call: 

800-795-2392 

rDlESTCOMfg.Co.,  P.0. 80X6504.  Chico,  CA  95927 
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Start  Here... 


Gelling  the  basics  right  made  our  first  computer 
progmm  a favorite  of  special  ed  tea«:hers  and 
students  when  it  was  intnxluced  in  19S4. 

More  than  10  years  later,  teachers  still  applaud 
the  program's  simple  approach  to  pre-reading 
skills  for  students  as  young  as  2 years  old.  Each 
level  builds  upon  the  previous  in  small  steps  so 
the  student  understands  and  masters  each  concept 

Every  student  can  use  the  program  because  it  supports 
all  of  vour  fax-orite  special  access  devices.  Each  actix’ity 
can  be  custom- tailored  to  suit  vour  student's  individual  needs, 


And,  most  iinportantlv,  i/'s  fun. 

End  up  Here. 


EARLY  LEARNING  1 

for  the  Macintosh 

call  (>12-7'^.'^- 1402 
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Now,  Marblesoft  is  pleased 
to  announce  tlie  new  ver- 
sion id‘  the  program  that  has 
enabled  so  many  children  to 
use  the  Computer  for  the  first 
time.  The  version  that  takes 
adv'antage  of  the  Macintosh's 
powerful  graphics  and  speech 
technologv  to  make  the  pro- 
gram e\  en  easier  for  both 
teacher  and  student  to  use. 

Everything's  the  same. 

Only  better. 

MARBLESOFT 

12301  Central  Ave  NE 
Blaine,  MN  55434 
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THE  CHAIRSCHOLARS 
FOUNDATION,  INC. 

would  like  to  congratulate  our  first  four  CHAIRSCHOLAR  College  Graduates: 

Wanda  General  - Valencia  Junior  College,  Orlando,  FL 

Amy  McKnight  - Michigan  State  U..  Lansing,  MI 

Joel  Post  - U.  of  South  Florida,  Tampa,  FL 

Vi  Vorsane  - ITT-Engineering,  Dayton,  OH 

All  of  these  wheelchair-confined  students  have  overcome  great  obstacles  to  accomplish  their  goals; 
They  could  not  have  done  so  without  donations  from  YOU!! 

We  also  welcome  our  four  new  CHAIRSCHOLARS  who  w'ill  be  in  college  this  Fall: 

Katie  Cubbage  - East  Carolina  U..  Greenville.  SC 
Erika  Medina  - Gonzaga  U.,  Spokane,  WA 

Ellen  Stem  - State  U.  of  NY,  Farmingdale,  NY 

Joey  Thomas  - U.  of  South  Carolina,  Columbia,  SC 

These  students  will  join  six  other  CHAIRSCHOLARS  enrolled  in  schools  throughout  the  U.S.  - Best 
wishes  to  them  all\ ! ! 

The  tmstees  thank  all  of  you  for  helping  these  courageous  young  men  and  women  pursue  their  dreams 
with  your  kind  help. 

Scholarship  applications  for  the  CHAIRSCHOLAR  Program  can  be  obtained  from  “Doc”  and  Alicia 
Keim:  1 7000  Patterson  Road  #38,  Odessa.  FL  33556.  Deadline  for  filing  for  college.  Autumn  I9v6  - 
January  1 5, 1 996.  High  School  .Seniors  and  Freshmen  in  wheelchairs  should  apply. 
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TAKE  CONTROL 


•INDEPENDENCE 

•MOBILITY 

•CONVENIENCE 


>•  Wheelchair  Getaways  provides  mobility  freedom. 
>•  Start  now  to  access  more  of  life. 

>•  Experience  what  you  want,  when  you  want  it... 
friends,  family,  entertainment.  You  Choose! 

>•  Select  vehicles  equipped  with  hand  controls. 

>”  Call  today  to  rent  one  of  our  fully  equipped, 
wheelchair  accesssible,  full  sized  or  mini  vans. 
Serving  over  80  cities  in  the  Continental  U.S.  and 
Puerto  Rico. 


Wheelchair 

Getaways® 


FOR  RESERVATIONS  AND  FRANCHISE  INFORMATION 
CALL:  1-800-642-2042 
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FREE  SAMPLES 


Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 


1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  GoodNites, 
Depend.  Attends.  At  Ease,  Comfort  Dry,  Ultra  Shield, 
Dri  Pride,  Promise  and  No- Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Paric,  New  York  1 1558 
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At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 


1-800-345 

In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 

• residential  treatment  centers 

• community-based  group  homes 

• day  treatment  programs 

• transitional  living 

• acute  and  partial  hospitalization 

• foster  care  homes 

• family  counseling  and  therapy 

• in-home  services 

• aftercare  programs 


1292 


P 

Devereux 

Since  1912 


Introducing  the 

Personal  Trainer 


• 546  pictures  for  direct  selection  with 
upper-case  captions.  Serves  as  a copy-source 
for  reading  skills  development  and  cognitive 
rehabilitation. 

• provides  single-word  voice  output 
(no  text-to-speech) 

• keyboard  has  dictionary,  thesaurus  and 
spell-correction  functions 

Price:  $15a»  Keyguard;  $30oo 

iCTf'l  Communication 
LJIII  III!  System.  Inc. 

328  Main  St.  East.  S-514  • Rochester.  NY  14604 
1 (800)  724-7301 
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Feeding  Aversion 


QMy  daughter  is  now  two  and  a 
half  years  old.  She  was  bom  at 
28  weeks  gestation  and  spent  almost 
two  months  in  the  hospital  requiring 
ventilation,  oxygen  and  total  periph- 
eral nutrition  (TPN),  meaning  all 
required  nutrients  were  given  intra- 
venously. Before  she  was  able  to 
nipple  feed,  she  was  given  formula 
through  nasogastric  feedings  (in 
which  a plastic  tube  was  passed 
through  her  nose  and  esophagus, 
and  into  her  stomach).  She  has  one 
of  the  more  common  neurological 
complications  of  prematurity,  spastic 
diplegia,  a form  of  cerebral  palsy 
resiilUng  in  spasticity  or  severe 
increased  tone  typically  invoking 
the  lower  extremities.  She  uses 
AFOs  (ankle-foot  orthotics  or 
braces)  and  receives  physical  and 
speech  therapy.  Her  developmental 
skills  are  only  slightly  delayed. 

My  concern  is  with  what  her 
speech  ther^ist  and  pediatrician 
agree  is  a feeding  aversion.  It  seems 
to  be  getting  worse.  She  has  not 
gained  much  weight  in  the  last  six 
montlis.  She  will  take  small  amounts 
of  milk  from  a bottle,  but  little  else 
without  a battle.  Feedings  take  more 
than  an  hour,  and  I have  to  fight  to  get 
every  spoonful  into  her.  At  the  end  of 
the  meal,  we  are  both  frustrated.  Now 
her  pediatrician  and  I are  considering 
a gastrostomy  feeding  tube  to  allow 
her  to  get  adequate  calories  and  fluids 
without  the  heartache.  Do  you  have 
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! any  thoughts  about  this  problem?  Is  it 
very  common? 

A This  is  a difficult  situation  for 
the  whole  family.  I have  seen  a 
number  of  children  with  similar  f prob- 
lems who  have  been  very  sick  either 
as  newborns  (usually  with  complica- 
tions of  prematurity)  or  have  been 
very  ill  in  the  first  year  of  life.  I 
assume  that  your  daughter’s  physi- 
j dans  have  ruled  out  any  physiological 
problem  such  as  reflux  (the  abnormal 
backflow  of  stomach  contents  up  the 
esophagus),  recurrent  aspiration  (in 
which  solids  or  fluids,  usually  stomach 
contents  or  food  in  the  process  of 
I being  swallowed,  end  up  in  the  respi- 
ratory tract — usually  the  lungs — 
instead  of  in  the  digestive  system), 
chronic  abdominal  pain,  constipation 
or  any  type  of  swallowing  disorder  or 
other  disorder  of  the  central  nervous 
system  (brain  and  spinal  cord)  that 
may  be  responsible  for  her  apparent 
feeding  aversion. 

If  a physiological  problem  has  been 
ruled  out,  your  daughter  may  have  a 
fonn  of  “conditioned  taste  avoidance 
learning.”  This  phenomena,  which 
sounds  more  complicated  than  it  is, 
has  been  extensively  described  in 
animals,  but  also  in  older  children 
and  adults.  In  the  case  of  infants  and 
young  children  who  were  sick  as 
newborns,  it  is  thought  to  be  a type  of 
“phobia,”  a persistent  abnormal  dread 
or  fear,  often  resulting  in  an  aversion, 
brought  on  by  one  or  more  bad  expe- 
riences. An  example  of  a “bad  experi- 
ence” in  this  context  would  be 
significant  vomiting  or  abdominal 
pain  that  may  have  occuned  with 
oral  feedings  in  the  newborn  period. 
The  tastes  or  smells  that,  occurred 
with  the  “bad”  experience(s)  remain  a 
“stimulus,”  and  a feeding  aversion  is 
the  “respoase.” 

Unfortunately,  sinc(»  Uiere  often  is 
not  much  variety  in  a young  child’s  diet, 
jr  5t  about  any  similar  food  or  feeding 
e .perience  later  ou  can  be  the  stimulus 


that  brings  on  a feeding  aversioa 

Tty  offering  a greater  variety  of 
foods  that  can  supply  the  nutrition 
your  daughter  needs  (you  may  want 
to  consult  a dietitian/nutritionist). 

Limit  mealtimes  to  about  30-40  min- 
utes, but  not  less  than  20  minutes.  If 
she  likes  milk,  fry  a caloric  supplement 
such  as  Instant  Breakfast  or  a specialty 
formula,  such  as  Pediasure,  but  use  a 
cup  she  can  handle.  Her  bottle  may 
be  comfoiUng  to  her,  but  at  her  age 
and  developmental  level  she  should 
be  using  a cup. 

Enlist  other  people  to  give  her  occa- 
sional meals.  This  will  give  you  a 
break  and  the  chance  to  see  different 
feeding  techniques  (or  styles)  that  may 
work  well  with  your  daughter.  Try  to 
avoid  distractions  during  mealtime. 

Stick  with  it  TVy  not  to  become 
frustrated,  because  your  daughter  will 
sense  your  frustration  and  become 
more  anxious  herself.  You  may  have 
to  consult  a pediatrician  who  has 
experience  in  behavioral  disorders 
(or  even  a psychologist)  to  give  you 
more  help  and  direction,  but  given 
enough  pleasant  meals  and  exposure 
to  a wider  variety  of  foods,  your 
daughter’s  food  aversion  should 
resolve  itself  in  time. 

On  occasion,  if  a child’s  health 
would  be  jeopardized  by  inadequate 
c^oric  and  fluid  intake,  I have  found 
it  necessary  to  utilize  nasogastric  or 
gastrostomy  feedings  as  a supplement, 
often  by  using  a pump  overnight  If 
this  is  done,  however,  I always  rec- 
ommend turning  the  feeding  pump 
off  early  enough  that  child  will  feel 
“hungry”  for  breakfast.  Check  with 
your  daughter’s  pediatrician  about 
trying  some  of  these  ideas  first,  cer- 
tainly before  placing  a gastrostomy 
tube.  If  the  feeding  aversion  does  not 
resolve  itself  in  time — and  the  length 
of  time  you  give  it  should  dep>end  on 
your  daughter’s  clinical  condition — 
then  gastrostomy  or  nasogastric 
feedings  should  be  utilized.  Even 
so,  you  should  continue  oral  feedings 
and  try  to  resolve  the  feeding  aversion 
so  she  c*.an  take  her  feedings  orally 
with  eqjoyment.  EP 
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Superior  Quality 


Community  Living 
Opportunities 


For  more  than  65  years,  Martha  Lloyd  Community  Services  has 
provided  superior  quality  day,  residential  and  vocational  programs 
for  adults  with  mental  retardation.  Located  in  the  scenic  rural  village 
of  Troy,  Pennsylvania,  Martha  Lloyd  has  a unique  relationship  with 
its  neighbors.  Residents  are  valued  members  of  the  community 
and  make  full  use  of  its  resources.  Few  other  programs  can  offer 
such  an  open  and  productive  relationship.  There  are  five  programs 
for  women  (from  supported  living  to  extended  care)  including  one 
specifically  designed  for  mature  women.  A new  community-based 
program  for  semi-independent  men  is  available. 

All  Programs  Offer  These  Advantages 


Life  skills  and  vocational 
training. 

Employment  opportunities  at 
Martha  Lloyd  and  in  the  Troy 
community. 

Easy  access  to  nearby 
community  resources  includ- 
ing retail  shops,  restaurants, 
churches,  and  recreation. 

' A caring  professional  staff 
experienced  in  working  with 
developmental  disabilities. 


Our  interdisciplinary  team 
approach  assures  continuity 
and  consistency  in  individual 
planning. 

Unique  leisure  and  recreational 
experiences  in  a rural  community 
setting. 

Excellent  health  care  provided  by 
on-staff  health  professionals  and 
a community  medical  center. 

' Annual  fees  among  the  lowest  in 
the  nation. 


Available 

NOW 

Hevj  Opportunities 
For  Men 

A new  community-based 
program  for  semi-indepen- 
dent  men  is  now  available.  It 
offers  training  in  home  care 
and  maintenance,  budgeting, 
household  management, 
plus  exceptional  recreational 
and  vocational  opportunities. 

New  Vocationai 
Training  & Jobs 

With  the  completion,  this  fall, 
of  its  new  vocational  training 
and  job  center,  Martha  Lloyd 
will  have  one  of  the  finest 
facilities  and  programs  in  the 
nation.  Participants  will 
extend  their  skills  and  work 
for  wages  and  personal 
satisfaction. 


MARTHA 

LLOYD 

COMMUNiTY 

SERViCES 


For  Information  Call 

(717)297-2185 

or  write:  Martha  Lloyd  Community  Services 
190  West  Main  St„  Troy.  PA  16947 
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HEALTH  INSURANCE  TROUBlESHOOTER 

^ ; 


by  Richard  Epstein 


Coverage  for  Special  Formulas 


QOiir  four-year-old  daughter  has 
Opitz  syndrome,  Turner  syn- 
drome and  a multitude  of  medical 
problems.  She  has  never  eaten  food; 
she  has  always  been  on  a special 
formula. 

Since  the  age  of  10  montlis,  she 
has  been  fed  by  gastrostomy-tube. 

Our  private  insurer  covered  the 
piunp  and  home  care  supplies,  but 
not  the  formula  The  company  told 
us  they  never  pay  for  “nutritional  or 
dietary  supplements.”  We  contended 
that  this  formula  is  in  no  way  a 
“supplement” — in  fact,  it  is  the  only 
nutrient  that  keeps  our  daughter 
alive — but  the  insurer  would  not  pay 
for  the  formula 

We’re  still  with  the  same  insurance 
company,  but  we’ve  changed  policies. 
Once  more,  I tried  to  get  the  formula 
covered,  only  to  be  told  again  that 
they  never  pay  for  it.  I asked  tl«e 
company  why  they  pay  for  home  TVs 
but  not  formulas,  since  both  help 
keep  people  alive.  Their  response 
was  to  ask  if  my  daughter  could  be 
placed  on  an  IV! 

After  the  first  few  years  of  paying 
for  oiu*  daughter’s  formula,  we  were 
very  much  in  debt.  Then  we  applied 
for  Medicaid  for  her.  Once  she 
qualified,  Medicaid  covered  her  for- 
mula and  has  done  so  ever  siT’^*e. 

We  pay  for  oiu*  private  insiu  mce 
policy  tlmough  my  husband’s  employ- 
ment. We  do  not  want  Medicaid  to 
pay  for  oiu*  daughter’s  extremely 
expensive  formula  We  believe  our 
private  insurer,  our  pnmary  insurer, 
should  pay  for  this  formula 
I believe  that  Medicaid  monies 
should  go  to  people  without  any 
other  insiuance.  I am  appalled  that 
approximately  $21,000  of  taxpayers 
money  is  spent  on  my  daughter’s 
formula  every  year.  Representatives 
of  our  private  insurance  company  do 
not  understand  this  reasoning;  they 
seem  to  think  we  should  not 
bothering  them  since  Medicaid  is 
covering  the  formula 
This  battle  will  be  tough,  but  we 


feel  we  are  doing  the  right  thing. 

I’ve  written  to  our  senator,  and  I’ve 
filed  a complaint  with  our  state 
insurance  commission.  What  other 
steps  can  I take  to  change  the  rules 

1 and  regulations? 

i 

I 

A This  battle  will  be  tough,  but  it 
.will  also  be  worthwhile.  Many  | 
people  with  children  who  require 
I special  formulas  on  a daily  basis 
: may  not  be  able  to  qualify  for 
Medicaid.  As  you  know,  the  economic 
burden  of  paying  for  formula  can  be 
difficult  to  bear.  In  addition,  the  gov- 
ernment plans  to  reduce  spending  for  ] 
j the  Medicaid  program.  I 

' Althougli  you’ve  fifed  a complaint  \ 

' with  the  state  insurance  commission,  ! 

; they  aie  imlikely  to  deal  with  this  | 

■ issue.  State  insurance  commissions  j 
! have  the  power  to  requiie  an  insurer  j 
; to  follow  existing  regulations,  but  I 
I they  do  not  generally  issue  new  rules.  ! 

The  state  legislature,  however,  has  j 
! the  authority  to  pass  laws  requiring  j 
I insimers  to  pay  for  specific  treatments, 
j Over  the  last  few  ycais,  a numl>er  of  I 
I states  have  considered,  and  in  some  I 
! cases  enacted,  new  laws  requiring  j 
I private  insurers  to  pay  for  everything 
j from  routine  medical  tests,  to  diabetes- 
1 relatetl  supplies  and  equipment,  to 
j bone-marrow  treatments.  j 

I Some  states  have  even  passed  laws  | 
i requiring  private  insurers  to  cover  ; 

ceilain  formulas  for  children  with  | 

! metabolic  disorders.  Your  state  legis-  ' 

1 lature  may  consider  holding  hearings  | 

! on  the  possibility  of  enacting  new  : 

1 legislation  that  would  require  private  | 

; insurers  to  cover  all  formulas  for 
which  Medicaid  has  agreed  to  provide 
coverage. 

The  best  way  to  work  toward  that 
goal  is  through  a parents'  group. 
Precedents  exist;  parents  have  been 
I instrumental  in  drafting  and  passing 
! laws  (hat  address  these  issues.  Foi* 

I example,  in  January  1994,  (he  Mjiss-  | 
j achusetts  legislature  passed  a law  j 
‘ re<iuiiing  private  insurance  compa-  j 
! nies  to  cover  formulas  necessary  for  ! 


the  treatment  of  phenylketonuria 
(PKU)  and  similar  metabolic  disorders. 
Prior  to  the  passage  of  this  law,  Mass- 
achusetts parents  of  children  with  PKU 
had  contended  with  the  same  insiuance 
problems  you  face — insurers  who 
denied  claims  on  the  basis  that  fonnulas 
are  food,  not  medicine.  When  these 
parents  became  frustrated  enough  to 
take  on  the  state  government,  they 
obtained  the  help  of  PKU  professionals 
and  a le^lative  aide  to  draft  a bill  for  a 
law  requiririg  private  insurers  to  cover 
both  formulas  and  special  low^rotein 
foods.  The  bill  also  prohibited  compa- 
nies from  setting  an  age  limit  for  cover- 
age, and  it  incorporated  all  amino  acid 
and  organic  acid  disorders,  not  just 
PKU.  Key  strategies  for  getting  the  bill 
passed  included  testifying  before  the 
Joint  House-Senate  Conunittee  on 
Insurance,  sending  out  information 
packets  to  senators  and  representatives 
and  seeking  letters  of  endorsement 
from  various  groups. 

You  may  want  to  contact  parents’ 
groups  in  your  area  to  see  if  they’re 
interested  in  working  on  this  issue.  If 
not,  you  might  consider  organizing 
your  own  group.  Let  me  know  what 
happens.  EP 

EnrroR's  Non::  We  obtaivni  infonna- 
tion  about  PKU-relalexi  laws  from 
Natiosal  PKU  Mrivy,  a newsletter 
published  three  times  a year.  To  sub- 
sen  be,  send  $14  to  National  PKU 
News,  6869  Woodlaum  Ave.,  NE 
#iid,  Seattle,  WA  98115-5469. 


In  this  cdurnhi,  Rkhari 
Epstein  ansivers  waders* 
questimsabinUhealth 
insttnmoe  Setuiyourques' 
rions  to  Mm 

PitREWT,  209  Harvard  SL,  Ste 

303,Bwoldme,MA(em 
(617)7m742(fdxl 
Jfy(mquestim  rdales  to 
a^j^^ifhhetUihinsumwec^^ 
i7idudeoopies(fany7ruiteri^ 
iBprfmf  jhwi  tte  tnisu^ 

(Please,  don't  send  originalsf)  Include  yrm 
address  andphone  number  Onf^f  your  inir 
tials  arui  state  unU  be  pubHsheti  His  not  pos- 
sible to  mpond  to  letbm  irtdivutp.^ly. 
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Connections 


The  Newsletter  of  the  National  Center 
for  Youth  with  Disabilities 


Students  Learn  (and  feac/7j  Self-Advocacy 


A group  of  high 
school  students  with  a 
variety  of  disabilities  got 
together  with  their 
teachers.  Barb  Vallejo 
and  Sheryl  Evelo,  at 
South  High  School  in 
Minneapolis,  Minnesota, 
just  about  a year  ago  to 
talk  about  what  it  means 
to  be  a self-advocate. 

Does  it  mean  going  to 
the  state  legislature  and 
lobbying  for  change? 
Maybe.  But  for  these 
young  people,  self- 
advocacy  is  closer  to 
home. 

"You  have  to  let  the 
teacher  know  that  you 
want  to  learn,  that  you 
want  to  do  the  work  so 
that  the  teacher  doesn't 
think  you  don't  want  to 
do  the  work,"  Demont 
Harris  says.  If  you  don't 
speak  up  for  yourself, 
"You're  just  going  to  be  a 
lost  soul  in  the 
classroom." 

For  Krista  Smith, 
now  a student  at  a local 
community  college,  self- 
advocacy  includes  asking 
for  help  with  problems. 
"There  are  a lot  of  college 
students  out  there  whi.) 
are  40  or  30  or  20  years 
old  who  don't  even 
speak  up  for  themselves. 


don't  even  ask  questions. 
I've  learned  that  it  is 
really  easy  to  do  and  it  is 
really  important  to  do 
because,  if  you  don't  ask 
questions  or  stand  up  for 
yourself,  you're  not 
going  to  get  anywhere." 

Youth  Define 
Self-Advocacy 

As  these  young 
people  discussed  the 
need  to  take  control  of 
their  futures,  the  need  to 
stick  up  for  themselves, 
they  developed  a 
definition  of  self- 
advocacy: 

"Self-advocacy  is 
speaking  and  acting  on 
behalf  of  your  own 
rights,"  the  students 
agreed.  "It  is  the  best 
kind  of  advocacy  because 
no  one  knows  better  than 
you  what  your  needs  are. 
It's  about  making 
decisions  that  affect  your 
daily  lives  from  choosing 
your  friends,  what  to 
study  in  school,  what 
relationships  to  have, 
and  what  Idnd  of  job  you 
want." 

With  that  definition 
firmly  in  hand,  they 
identified  how  they 
learned  their  advocacy 


skills  and  when,  where 
and  with  whom  they 
must  advocate.  With 
some  funding  from  The 
Minnesota  Transition 
Systems  Improvement 
Initiative,  Interagency 
Office  on  Transition 
Services,  and  assistance 
from  their  teachers  and 
school  staff,  this  group  of 
special  education  high 
school  students  put 
together  a video,  "Self- 
Advocacy:  Taking 
Charge,"  as  an  effort  to 


help  others  learn  what 
they  have  learned. 

They  recognized  that 
many  of  the  decisions 
made  at  lEP  (individual 
educational  plan) 
meetings  can  have  a 
profound  effect  on  their 
lives — both  their  daily 
lives  and  their  future 
lives. 

One  student  explains 
that,  even  though  they 
talked  about  self- 
advocacy  at  lEP 

Self-Advocacy 
Turn  to  page  72 
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Self-Advocacy 
From  page  71 

meetings,  it  took  him  a 
couple  of  lEP  meetings  to 
actually  say  something. 
Then  he  realized  that  the 
reason  why  they  are 
making  the  decisions  is 
because,  'Tm  not  saying 
anything.  That's  when  I 


started  speaking  up  for 
myself."  That's  when 
George  Lewis  learned 
that  he  could  make  many 
of  the  lEP  decisions  for 
himself. 

"At  my  lEP,  it  helped 
writing  my  goals  and 
letting  them  know  what  I 
wanted,  what  I think," 
Chantilly  Lynch  says. 


Editor's  Note: 


When  I walked  into  Barb  Vallejo's  high  school 
classroom  last  spring,  I couldn't  tell  who  had  an  lEP 
and  who  did  not.  I hesitated  a liftle  and  wondered  how 
will  I identify  diose  young  people  who  most  capture 
my  interest  and  imagination:  adolescents  witii  chronic 
illness  or  disability.  Vallejo's  students  made  it  easy. 

One  young  man  talked  about  his  learning 
disability.  "You  know,  when  I started  junior  high,  I 
began  havmg  real  problems.  I would  do  the  math 
homework  but  couldn't  find  the  paper.  Or  I couldn't 
remember  if  I completed  the  assignment  at  all.  I'd 
confuse  one  class  with  another."  This  glib,  attractive 
high  school  junior  could  articulate  his  frustration. 

When  the  semester  ended  and  he  would  dean  his 
locker,  he'd  find  all  the  work  he'd  thought  he'd  lost. 
The  situation  only  got  worse  and,  by  high  school,  he 
was  way  behind  his  peers,  feeling  "dumb"  and  hating 
school. 

Today,  he  can  explain  his  disability  to  his  teachers. 
He  can  teU  them  what  accommodations  he  needs.  "You 
see,  each  day  we  list  out  each  dass  on  this  paper.  The 
teacher  writes  out  the  assignment  I have  to  do  in  class 
or  at  home.  And  then  we  organize  the  work."  At  the 
end  of  the  day,  Vallejo  or  a colleague  helps  him  sort 
through  the  l^ks  and  papers  and  organizes  agau\. 
This  self-advocate  will  succeed  because  he 
understands  his  needs  and  can  ask  for  help. 

Each  time  I meet  a young  person  with  a disability 
who  is  enthusiastic  about  life  and  feeling  in  control,  I 
am  certain  someone  has  taken  the  time  to  help  that 
youth  to  become  a self-advocate.  As  parents,  as 
teachers,  as  doctors  and  providers,  our  goal  dKould  be 
helping  to  buOd  the  capacity  of  youth  with  disabilities 
to  speak  out  for  themselves. 

The  story,  "Speak  Out:  Students  Learn  (and  Teach) 
Self-Advocacy,"  shows  how  one  group  of  students 
learned  these  skills  and  applied  them  to  their  everyday 
lives.  We've  also  provided  a summary  of  some  of  the 
presentations  made  at  tiie  Great  Lakes  Society  for . 
Adolescent  Medicine.  They  provide  some  innovative 
suggestions  and  guidance  to  making  a difference  in 
your  community  and  state.  Finally,  Liz  Latts, 
Infonnation  Sp^alist  and  Director  of  the  Resource 
Library,  has  identified  two  projects  on  self-advocacy 
that  she  finds  particularly  interesting. 
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Getting  the  Words  Out 

These  teens  realize 
that  learning  to  advocate 
also  means  teaching 
others  to  respect 
personal  needs.  Some 
teachers  need  to 
understand  what  it 
means  to  have  a 
disability  and  what 
accommodates  different 
learning  styles.  Students 
at  South  High  are 
learning  to  teach  the 
teachers. 

Brett  Gilman  thinks 
the  best  thing  that 
teachers  could  do  would 
be  to  understand  that 
some  people  have  a hard 
time  speaking  up  for 
themselves.  Teachers 
need  to  be  patient. 

Others  explain  that 
teachers  need  to  provide 
alternative  ways  to 
complete  assignments. 

In  turn,  each  of  these 
students  can  explain 
their  disability  and  tell 
their  teachers  how  it 
affects  their  learning. 
That  way  the  teacher 
understands  why  the 
accommodation  is 
necessary 

Students  agree  that 
they  need  to  advocate  for 
themselves  when  they 

CS5 


are  with  their  friends. 
When  tempted  to  skip 
class  or  get  into  trouble, 
they  admit  advocating  is 
not  always  easy.  One 
student  admits  that 
sometimes  it's  easier  to 
just  do  what  they  say. 
Other  times,  like  when 
his  friends  skip,  he  just 
tells  them  he  forgot 
about  meeting  them. 
Youth  need  to  use  a 
variety  of  advocacy 
strategies. 

''Self  advocacy  is 
speaking  and  acting 
on  behalf  of  your 
own  rights.  It  is  the 
best  kind  of 
advocacy  because  no 
one  knoxvs  better 
than  you  xvhat  your 
needs  are.  " 

Even  parents  need 
advice.  One  student  asks 
why  his  mom  was 
always  nagging  him 
when  he  got  in  trouble. 
She  should  nag  him 
when  he  is  doing  right. 

Self-Advocacy 
Turn  to  page  73 


Adolescents  & Advocacy: 

Professionals  Play  Important  Roles 


Self‘Advocacy 
From  page  72 

Help  turn  the  C+  into  a 
B+,  the  B+  into  an  A. 

''As  self-advocates, 
we've  learned  to  speak 
for  ourselves  when 
meeting  with  teachers,  at 
our  lEP  meetings,  on  the 
job,  with  family  and 
friends,  and  planning 
our  future  and  living 
independently,"  Rosie 
Lindberg-Lasko, 
summarizes.  "Our 
experiences  are 
sometimes  different  from 
those  of  other  students. 
We  have  a lot  to  offer 
and  can  give  advice  to 
teachers,  family,  and 
especially  other  students 
who  are  developing  self- 
advocacy  skills. 


For  more 

information 
on  self- 

advocacy,  or  for 
information  on  how 
to  get  a copy  of  the 
videotape,  "Self 
Advocacy:  Taking 
Charge,"  contact: 

Transition  Plus 
Services 

807  N.E.  Broadway 
Miimeapolis,  MN 
55413 

(612)627-2141 

or 

Minnesota 
Transitions  Systems 
Improvement 
Initiative 

Interagency  Office 
on  Transition 
Servkes 

657  Capitol  Square 

Building 

550  Cedar  St. 

St.  Paul,  MN  55101 


When  the  Great 
Lakes  Regional  Chapter 
of  The  Society  for 
Adolescent  Medicine 
(SAM)  planned  their  fall 
meeting,  they  decided 
they  should  visit  the 
issue  of  advocacy. 
"Physicians  and  nurses, 
social  workers  and 
nutritionists,  teachers 
and  other  providers  can 
improve  the  conditions 
for  adolescents  with 
disabilities — indeed  for 
all  adolescents,"  says 
Nancy  Okinow, 

President  of  the  Great 
Lakes  Regional  Chapter 
of  SAM. 

Physicians  can  play  a 
critical  role  in  their 
communities.  Steve 
Matson,  M.D.,  from 
Milwaukee,  Wisconsin, 
comes  with  a mission.  So 
few  physicians  and 
providers  are  interested 
in  the  care  of  adolescents 
that  there  really  are 
wonderful  opportunities 
to  increase  services  for 
this  group  of  young 
people  in  the 
community.  He  provides 
some  strategies  for  those 
who  wish  to  provide 
adolescent  health 
services: 

M Know  the  area  in 
which  you  work; 

■ Determine  the  needs 
of  the  young  people; 

■ Get  to  know  the 
important  people  in  your 
community; 

■ Persuade  the  movers 
and  shakers  that  your 
idea  is  critical  to  the  life 
of  youth  in  your  area; 


■ Work  with  the  media 
(give  talks,  agree  to  be  on 
the  local  radio  show); 
and 

■ Make  certain  the 
people  on  your  team  are 
dreamers. 

Anne  Dopp,  R.N., 
M.S.N.,  P.N.P.,  from 
Wisconsin,  says  there  are 
opportunities  for 
advocacy  and  changing 
policy  at  all  levels. 

Providers  who 
currently  work  with 
youth  must  talk  to 
health  insurance 
companies,  to  the  people 
in  benefits;  show  them 
how  continuity  of  care 
for  youth  can  increase 
healthy  outcomes  and 
may  reduce  costs. 

Call  your  local  and 
state  representatives 
regularly  to  tell  them 
about  youth  needs.  If 
you  call  regularly,  your 
issues  will  become 
familiar  and  you  will  be 
able  to  influence  how 
your  representative 
thinks  on  youth  issues. 


Persistence  Pays 

Ed  Ehlinger,  M.D., 
Director  of  Student 
Health  Services  at  the 
University  of  Minnesota, 
explained  that  he's 
interested  in  issues  if 
they  are: 

■ Important  to  the 
community; 

■ Perceived  as  a public 
health  responsibility; 

■ Intervention  is 
possible;  and 

M Outcomes  are 
measurable. 

He  suggests  that 
advocates  follow  the 
"Natural  Laws  of  Data 
and  Policy 
Development": 

Policy  development 
occurs  at  all  levels  at  all 
times,  is  incremental  and 
not  linear.  Data  is  not 
always  sufficient  for 
policy  development  and 
sometimes  not  necessary 
to  changes  ir  policy, 
Miracles  do  happen. 


The  National  Center  for  Youth  with 

Disabilities  is  a program  of  The  Society  for 
Adolescent  Medicine  and  the  Adolescent  Health 
Programs  at  the  University  of  Minnesota. 
Publication  of  ConnecHotts  is  supported,  in  part,  by 
project  MCJ-275045  from  the  Maternal  & Child 
Health  Bureau  (Title  V,  Sodal  Security  Act),  Health 
Resources  & Services  Administration,  Department 
of  Healtih  & Human  Services. 

NCYD's  mission  is  to  improve  the  health  and 
social  functioning  of  youth  with  disabilities 
through  providing  technical  assistance  ai\d 
consultation,  disseminadng  information  and 
increasing  the  coordination  oi  services  between  the 
health  care  system  ai\d  others.  Center  activities  are 
directed  at  enabling  youth  to  become  full 
participants  in  their  communities. 
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The  National 
Resource  Library 
brings  together 
comprehensive 
sources  of 
information  related 
to  adolescents, 
disability  and 
transition  to  meet  the 
needs  of 

professionals  who 
work  with  youth 
with  disabilities  as 
well  as  their  parents 
and  others  invested 
in  their  success.  The 
database  contains 
five  files: 

■ Bibliography 

■ Programs 

■ T raining  Materials 

■ Technical 
Assistance 

■ Health  Care  Reform 

Entry  points  to  the 
Library's  files  are 
throu^  language 
and  issues  of 
individual  fields. 
Information  in  the 
files  is  inter- 
disciplinary, offering 
the  many  views  that 
may  enhance  practice 
with  adolescents  and 
yoimg  adults  with 
disabilities. 


Programs 


"Project  LEAD"  has  focused  on  leadership 
development  and  inclusion  of  youth  with  disabilities 
in  the  community.  Teens  ages  13-18,  with  and 
without  disabilities,  participated  in  a yearly  retreat  to 
learn  about  legal  rights  and  responsibilities, 
educational  rights  and  self-advocacy.  Social  and 
educational  activities  throughout  the  year  were  used 
to  develop  leadership,  promote  friendships  and  self- 
esteem. Youth-oriented  organizations  receive  training 
and  technical  assistance  to  make  their  staff,  programs 
and  facilities  accessible. 

For  information,  contact: 

Project  LEAD 
Stepping  Stones 
Karen  Newton 
(304)  296-0150 
(800)  982-8799 
or 

Renie  Boyle 
(304)  599-5286 

Training  Materials 

"No  More  B.S.:  A Realistic  Survival  Guide  for 
Disability  Rights  Activists."  This  book  is  written  by 
disability  rights  activists.  It  promotes  self-advocacy, 
the  development  of  self-esteem  and  community 
organization  as  a way  of  fighting  discrimination  and 
securing  rights  for  persons  with  disabilities.  It  is 
written  in  a strong  "straight-shooting  myth  bashing 
tell-it-like-it-is"  style.  A companion  booklet  is 
available  for  direct  service  providers.  Cost  is  $10.00. 

For  information,  contact: 

People  First  of  Washington 
P.O.  Box  648 
Clarkston,  WA  99403 
(509)  758-1123 
(800)  758-1123 


Inquiries  about 
NCYDtnatfbe 
directed  to: 

Natioml  CanUr 

forYoutii 

until  Disabilities 

University  of 
Minnesota 
Box  721 

420  Delaware  St.  S.E. 
Minneapolis,  MN 
55455  ' ' 
1-800-333-6293 
612-626-2825 
FAX  (612)  626-2134 
TTY  (612)  624-3939 
E-mail: 

ncyd@gold.tc.umn.edu 

Robert  Wm.  Blum, 
M.D.,Ph.D. 

Project  Director 

Nancy  A.  Okinow, 
M.S.W. 

Executive  Director 

Elizabeth  Latts, 
M.S.W. 

Information  Specialist 

Shari  Morrison, 

Center  Secretary 

Linda  Pratt, 
Coordination 
& Production 

Peggy  Mann  Rinehart, 
Director  of 
Commiunications 


We've  Got  A New  Home  and  New  Address 

The  National  Center  for  Youth  with  Disabilities  has  taken  the  digital  leap!  For  those  of  you  who  are  interested  in 
learning  more  about  NCYD  or  our  sister  Center,  the  Center  for  Children  with  Chronic  Illness  and  Disability,  you 
can  find  us  ontheWorldWideWeb. While  the  pages  a re  under  construction,  anyone  interested  can  dial  us  up  using 
one  of  two  http  numbers: 

httpV/wvifw.pada.  umn.edu/Centera  /ncycf  gets  you  to  the  National  Center  for  Youth  with  Disabilities, 
interactive  listings,  basic  information  on  the  Center  and  a biblography  on  transition. 

http://www,peda,umn,edu/Centera/c3id gets  you  to  the  Center  for  Youth  with  Chronic  Illness  and 
Disability,  interactive  e-mail  listings,  basic  information  on  the  Center  and  recent  publications. 
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SpeakiiwOut 

Books  and  Videos  About  Living  With  Seizures 


Students  With  Seizures:  A 
Manual  for  School  Nurses 

Designed  to  promote  a more  accepting  and  under- 
standing school  environment  for  the  more  than 
500.000  children  with  seizure  disorders  in  the 
United  States,  The  first  half  of  the  manual  reviews 
epilepsy,  seizure  classifications  and  different 
treatment  methods.  The  second  half  focuses  on 
the  school  nurse  as  case  manager  and  educator;  it 
discusses  how  school  nurses  can  educate  teach  ;rs 
and  parents  about  epilepsy— recognition,  medica- 
tion effects,  skills  assessments. 

Catalog  # 148SWS 
144-Page  Manual 
$22,46  EFA  Member 
$24.95  Non-Member 


School  Planning  for  Children 
with  Seizure  Disorders 

Of  Special  interest  to  families  in  which  a child  with 
epilepsy  also  has  a learning  disability  or  is  not 
doing  well  in  school. 

Describes  some  epilepsy-related  problems  that 
may  affect  learning,  what  kinds  of  service  may  be 
needed  and  how  parents  can  function  as  full- 
fledged  members  of  the  school  planning  team, 
Stresses  Inclusion  in  regular  school  activities,  A 
Family  Video  Library  presentation.  (1992) 

Catalog  # 533SCD 
VHS  Videocassette,  14-Minutes 
$13.46  EFA  Member 
$14.95  Non-Member  ^ 


Seizure  Disorders  and  the 
School  Videos  I & II 

Videos  show  actual  seizures  in  children,  describes 
first  aid  and  management  in  the  classroom,  and 
stresses  the  importance  of  early  recognition.  Fears 
and  concerns  of  school  personnel  are  addressed. 
Reviews  how  epilepsy  may  affect  learning  and 
discusses  how  the  teacher  can  make  the  school 
experience  a positive  one. 

Seizure  Disorders  and  the 
School  I 

(For  use  with  Elementarx'  School  personnel) 

Catalog#  52ISD1 
VHS  Videocassette.  14-Minutes 
$22.46  EFA  Member 
$24.95  Non-Member 

Seizure  Disorders  and  the 
School  11 

(For  use  with  junior  High  and  High  School  personnel) 

Catalog  # 522SD2 
VHS  Videocassette,  14-Minutes 
$22.46  EFA  Member 
$24.95  Non-Member 

Speaking  Out:  Partners  in 
Advocacy— Understanding  the 
Process 

What  is  advocacy  and  why  is  it  important?  This 
guide  provides  basic  definitions  and  principles,  and 
discusses  how  people  can  become  advocates  in  their 
own  right.  It  reviews  different  types  of  adwcacy. 
including  personal  and  case  advocacy,  systems 
advocacy,  and  legislative  advocacy,  (1992) 

Catalog  # 168PAU  $5,36  EFA  Member 

20-Pane  Guide  $5.95  Non-Member 


Speaking  Out:  Partners  in 
Advocacy— Tools  & Resources 

Provides  a wealth  of  information  and  resources  for 
individuals,  families,  organizations,  and  parent 
support  groups  Interested  in  advocacy.  Includes 
sample  documents:  letters,  complaints,  lEP 
(Individualized  Education  Program)  and  IFSP 
(Individualized  Family  Service  Plan)  forms  and 
sample  testimonies  which  families  and  advocates 
can  adapt  for  use  in  their  own  advocacy  efforts, 
(1992) 


Catalog#  17 IPAT 
89-Page  Guide 


$9,86  EFA  Member 
$10,95  Non-Member 


Speaking  Out:  Partners  in 
Advocacy— Family  Action 
Guide 

Advocacy  includes:  identifying  an  unjust  situa- 
tion, developing  strategies  and  planning  action  to 
bring  about  change.  Discusses  why  families  must 
be  advocates  for  their  children.  Provides  a clear 
eight-step  process  to  help  you  get  started  as  an 
advocate  and  identifies  the  skills  and  time 
commitment  necessary'  for  effective  advocacy. 
Presents  examples  of  case  advocacy  and  discuss- 
es opportunities  for  advocacy  in  your  community, 
(1992) 

Catalog  #169PAF  $8,96  EFA  Member 

50-Page  Guide  $9.95  Non-Member 

School  Planning:  A Guide  for 
Parents  of  Children  with 
Seizure  Disorders 

This  guide  describes  some  epilepsy-related 
problems  that  children  and  youth  may  face  in  the 
areas  of  academics,  school  achievement  and 
social  development.  Suggests  ways  parents  can 
take  a proactive  approach  to  ensure  appropriate 
testing,  placement  and  achievement  of  educational 
goals  for  their  children.  Sample  IEP‘s  included, 
(.1994) 


Catalog#  217GSP 
125-Pagc  Guide 


$ 1 1 .66  EFA  Member 
$12.95  Non-Member 


Mail  to:  Epilepsy  Foundation  of  America,  Attn:  Catalog  Sales  Department,  4351  Garden  City  Drive,  Landover,  MD  20785 


Order  by  phone 
or  mail  today! 

CREDIT  CARD 
ORDERS  ONLY 

301-577-0100 

Monday-Friday 
(9  a.ni.-5  p.m.  EST) 

FAX  YOUR  OSDER 

301-577-9056 
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‘ video  Focuses  on 
IbleaHnmunications 

Independence  tkrxmgh  Tblecxmvmnicxitlom: 

A Guide  for  Parents  of  Deaf  and  Hard  of 
Hearing  ChiUiren,  an  18-minute  video  from  GaDaudet 
University’s  Technology  Assessment  Program,  explains  how- 
visual  telecommunications  technology  can  provide  deaf  and 
hard  of  hearing  children  with  access  to  the  telephone.  The 
video  features  open  c£^tions,  on-screen  explanations  in 
American  Sign  Language  (ASL)  and  voice  narration  throu^rouL 
Focusing  on  technologies  such  as  TTYs,  relay  services,  fax 
machines  and  cavline  services,  tire  video  features  ea^-to^der- 
stand  e)q)lanaticms  and  tesdriKHiials  by  parents  of  children  who 
use  telecornniiimcati(Mis  devices  and  services.  To  order,  send  $6 

(includes  postage)  to  GRI 
Dissemination  Office,  Hall 
Memorial  Building  S-444, 
Gallaudet  University,  800 
Florida  Ave.  NE, 
Washington,  DC  20002; 

(202)  651-5257  V/TTY. 


Free  Subscription 


. r T t t- PlH  .V|* 


The  Comprehensive  Monthly 
Assistive  Technology  Newsletter 
For  Parents  & Professionals 

• IDEA  Updates 

Funding  News 
Software  Reviews 
Washington  Report 
*********  On-Line  Access  Methods 
Assistive  Technology  Reviews 
Vendor-Direct  New  Product  News 
Technology  Conference  Announcements 


v/_,f  FREE 

.DREAMMS  foi  Kids.:  Inc. 

w ?■  T.  f'll  I D'  ‘i"" 

OfTiv..iti-i  Ft  1 : 1 223 
VOICE  3! ~C'!  711  1 
DREAMMSff  lx  netcom  i om 


An  oMoM  bifemwtion  ditMmirM«k)n  poM  ter  ^ 
AMtebv*  Technology  Funding  & Syitemt  Change  Pro^ 
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Bridges  To 
Reading  is  a com- 
prehensive Idt  con- 
taining informa- 
tion, tools  and  ir.f- 
erences  designiid 
to  be  a first  source 
for  parents  of  chil- 
dren with  learning 
disabilities  associ- 
ated with  reading. 
The  Idt  contains 
eight  step-by-step 
booklets  that  answer  questions  about 
identification,  testing  and  educational 
rights,  along  with  reference  guides  on 
a variel^^  of  other  topics.  Bridges  to 
Reading  can  be  ordered  from  Parents’ 
Educ^onal  Resource  Center,  1660  S. 
Amphlett  Bivd.,  Ste.  200,  San  Mateo, 
CA  94402-2508;  (800)  471-9545.  Cost  is 
$20;  complimentary  copies  are  avail- 
able to  those  who  cannot  afford  this 
amount 

SSI/SSDI  Help 

Confused  about  Social  Security 
benefits?  Help  is  just  a toll-free  phone 
call  away!  The  Benefits  Resource 
Network,  operated  by  Kennedy 
Krieger  Community  Resources  in 
Baltimore,  Maryland,  answers  ques- 
tions about  Social  Security  benefits 
(Supplemental  Security  Income  and 
Social  Security 
Disability  Income) 
and  Social  Security 
Admin-istration 
work  incentives. 

Call  (800)  677-9675 
(or  410/327-7122  in 
the  Baltimore  area) 

Monday  tluougli 
Friday,  9 aiji.  to  5 
p.m.,  EST 


Chronic  Fatigue  and  Immune 
Dysfunction  Syndrome 

Chronic  fatigue  and  immune  dysfunc- 
tion syndrome  (CFIDS),  also  known  as 
chronic  fatigue  syndrome  (CFS),  is  an 
illness  characterized  by  incapacitating 
fatigue,  neurological  problems  and  a 
constellation  of  ^nptoms  that  can 
resemble  other  disorders  including 
mononucleosis,  multiple  sclerosis, 
fibromyalgia,  AIDS-related  complex 
(ARC),  Lyme  disease,  post-polio  syn- 
drome and  autoimmune  diseases  such 
as  lupus.  The  CFIDS  Association  of 
America  has  put  together  a package 
focusing  specifically  on  chil- 
dren’s issues.  The  package 
includes  information  on  the 
physiological,  psychological, 
educational  and  social 
aspects  of  CFIDS.  Each 
package  costs  $10.  Contact 
CFEDS  Association  of 
America,  EO.  Box  220r398, 

Charlotte,  NC  28222-0398; 

(800)  442-3437;  (704)  365- 
9755,  fax. 

CD-ROM  Ubraiy 
of  Disability  Information 

The  Coopemtive  ElecUvnic  Libra tg 
on  Disability,  newly-released  on  CD- 
ROM,  contains  data  on  products  and 
services  for  people  with  disabilities, 
as  well  as  information  resources  on 
disability.  The  CD-ROM  is  compati- 
ble with  both  IBM  PC  (DOS  or 
Windows)  and  Macintosh  computers. 
Contact  Trace  Center  Reprint 
Service,  Waisman  Ctr.,  University  of 
Wisconsin,  1500  Highland  Ave.,  Rm. 
S-151,  Madison,  WI 53705;  (608)  263- 
2309  (voice);  (608)  263-5408  (TrY). 
Cost  is  $27. 


As  PBS’s  critically- 
acclaimed  chlldfan’s 
series,  The  Puzzle  Place, 
enters  its  second  season 
In  January  1996,  Kyle  tfm 
right,  in  wheelchair)  wW 
be  joining  the  cast  in  an 
expanded  role.  The 
series,  focusing  on  the 
adventures  of  an  ensem- 
ble  of  puppet  *kids’’ of 
diverse  backgrtxjnds 
and  ethnicities,  intro 
duoMt  Kyi*  in  tto ‘VAHna  and  Abi*' opiKxto  of  to  piwni^ 
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Television  is  itjipofloii!  loi  not  only  gives  people  with  . Anie{kons,.who.bflppens  lb' 

Amcfica's  tlisabinty  (ommunity.  disabilities  a now  moons  61  hayO'O  clispbilify,  like  \ : . 

The  netsvork's  programining  (ommunicoti'on,  but  television  happen  fp'liuv^iopilq^ 


helps  Amoficans  with  disab.ili-  • gives  all  Amaricuns  an. 
ties  move  into  moinstteam  life  oppor^um^^'  to  inasimue 
by  diniujing  perceptions.  . obilities.  \ ^ 
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i’m-veiy  excited  about  • 
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usesMhe^e.x1ino;dinaf y.'p'osv&f  ^ 
of  television  to  comniunko/f  *- 
ideas  ond  positivc  tole  models,.  . 
fof  oui  complex  society..- 

TONY  COSiHO.  Chahman'  \ ■ . 
Pfvsuh^nt  s Co/nm/tfee  . ■ . 
on  f/np/oynienf  of  Peoplf^ 
yv;th  Di^abWNrs  ' 


Pleose  join  March  of  Dimes 
ondKMI  ll>t  . With 

your  help;  We  con  improve  the 
quality  of  life  for  AnietKons 
v/ith  birctji  defects  and  other 
disobilities.  And  we  can  offer 
quality  pragrornming  the  whole 
family  can  enjoy. 

DR'JTNNIFTP  L.  HOWSf 

Pfes»dent 

Mofc/i  of  Dimes 

Bifib  Defects  foundation 


Join  with  us  of  Easter 
Seals  and  K.\I  1 11  H * tl M . 
We  want  to  shaio  vital  nccu 
r ole  information.  We  want  to 
brighten  American  hoines  tronv 
coast  to  coast  with  gopd,  ■ 
quality  television. 

JAMfS  f.  W/HM/V1S  if?.. 
Presidpnf  and  CfO 
f/atfonol  fmtrf  Seal  Smtfly 


We'fc  delighted  to  join 
l\  \l  r n M t T’lM  . in  the 
Culling  on  Cable' .campaign.  !' 
hope  you  will  becornc  a part,  of 
the  effort  to  faring  this  exciting 
network  to  every  home  in 
Ameiico. 

fLAINf  i.  CH40 
President  and  CfO 
IVuy 
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AMERICA'S  DISABILITY  CHANNEL 
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Wnttm  by  25  leading  medical  experts, 

Medical  & Svrgicai.  Care  for  Chiwren  with 
Down  Syndrome:  A Guide  for  Parents  ptvindes 
in-depth,  easy-to-undostand  htfoiTnalion  on 
specific  conditions  that  are  common  among 
children  and  adults  %vith  Dawn  syndixrme. 

This  book  is  available  from  Exceptional 
Paient  Library  (800/535-1910).  ThefoUowmg 
is  an  excetptfivm  chapter  eight,  'Ear,  Nose 
and  Sinus  Conditions  of  Children  with  Dawn 
Syndrome,''  by  Kevin  Kavanagh,  M.D.: 

Children  with  Down  syndrome  may  have  a variety  of  ear, 
nose  and  throat  (ENT)  problems.  Many  of  these  problems 
are  easily  detected  and  may  worry  parents,  but  they 
typically  correct  themselves  as  children  grow  older. 

These  conditions  include  sinus  drainage,  drooling,  mild 
blockage  of  the  nasal  airways  and  tongue  protrusion. 

Other  conditions  may  be  less  apparent  and  commonly 
go  unnoticed  by  the  family.  Unfortunately,  these  problems 
are  often  more  serious.  They  may  include  hearing  loss 
and  more  serious  blockage  of  the  nasal  airways.  Wlien 
any  of  these  conditions  are  detected,  they  should  be 
promptly  treated. 

Though  the  above  list  may  seem  long,  not  all  children 
with  Down  syndrome  will  have  these  conditions.  If  your 
child  has  one  of  these  conditions,  talk  widi  your  primaiy 
health  care  provider  such  as  a nurse  practitioner,  pediatri- 
cian or  family  practitioner.  They  can  refer  you  to  an  ENT 
physician  if  necessary.  For  typical  ear,  nose,  and  throat,  con- 
ditions, tn^atment  for  children  with  Down  syndrome  is  the 
same  as  for  other  children.  However,  some  circumstances 
Uiat  call  for  special  considerations  do  exist... 

Sinusitis 

Sinuses  aie  the  small  cavities  in  the  cranial  bone  located 
behind  the  nose.  They  serve  as  air  passages  that  open  off 
the  main  nasal  airway.  They  act  like  a sounding  board 
and  affect  the  quality  of  speech  greatly.  When  sinuses 
become  filled  with  fluid,  as  they  do  when  there  is  an 
infection,  the  quality  of  speech  changes. 

Because  of  the  relatively  small  size  of  the  nasal  cavities 
in  children  with  Down  syndrome,  sinusitis  (sinus  infection 
or  inflammation)  is  common.  So,  too,  is  drainage  from 
the  nose  (runny  nose),  because  nasal  drainage  is  often 
due  to  infection  or  inflammation  of  the  sinuses.  Eight 
out  of  10  children  with  Down  syndrome  have  persistent 
nasal  drainage.  Although  most  children  have  ninny 
noses  occasionally,  children  with  Down  syndrome  can 
have  this  problem  much  more  frequently  and  for  longer 
periods  of  time.  F'or  most  children  with  Down  syndrome, 
tlio  problem  decreases  as  they  reach  adulthood. 

If  nasal  drainage  is  thick  and  yeliow-green  in  color, 
this  suggests  a possible  bacterial  infection.  Initial  treat- 
ment may  be  with  antibiotics.  If  the  drainage  starts  up 

oai 


again  soon  after  you  stop  giving  your  child  antibiotics, 
your  primary  health  care  provider  may  prescribe  a low- 
dose  antibiotic  to  be  given  over  a long  period  of  time 
(months  to  years)  to  prevent  a return  of  the  infection. 
Tlie  side  effects  are  usually  minimal;  however,  in  some 
children,  the  antibiotic  can  alter  the  bacteria  that  live  in 
the  GI  system  and  result  in  diarrhea,  allergic  reactions 
and  failure  to  kill  the  targeted  bacteria. 

Sometimes  it  is  suggested  that  modifying  your  child’s 
diet  can  reduce  sinus  infections,  but  there  has  been  no 
scientific  evidence  that  this  works.  Some  allergists 
prescribe  nutritional  modifications  for  children  who 
have  shown  an  allergy  to  some  specific  food  and  who 
have  persistent  sinus  infections. 

If  your  child’s  drainage  is  clear,  your  child  may  have 
allergies.  In  this  case,  your  doctor  may  prescribe  antihis- 
tamines or  decongestants.  In  a formal  survey,  six  of  10 
patients  with  Down  syndrome  obtained  relief  from 
drainage  and  other  allergy  symptoms  when  they  used 
antihistamines  or  decongestants.  However,  those  medi- 
cines make  some  children  sleepy.  In  other  children,  they 
may  cause  increased  activity.  These  symptoms  usually 
go  away  in  about  two  weeks.  There  are  no  studies  show- 
ing that  children  with  Down  syndrome  are  more  prone  to 
allergies  than  other  children. 

If  your  doctor  suspects  that  your  child  has  a serious 
sinus  infection  or  inflammation,  he  or  she  will  usually  ask 
for  x-rays  of  the  sinuses.  In  some  cases  tlte  doctor  may 
order  a CT  scan  of  the  sinuses.  A CT  (computerized 
tomogr£q)hy)  scan  is  a special  x-ray  test  that  gives  a 
clearer  view  of  the  sinuses  and  can  be  helpful  in  making 
a decision  about  whether  or  not  surgery  is  needed. 

As  a last  resort,  surgery  to  promote  sinus  drainage  is 
an  option.  This  should  only  be  performed  if  the  drainage 
is  excessive  or  your  child  has  recurrent  sinusitis  with 
fever.  The  most  common  sinus  surgery  involves  placing 
a drainage  hole  or  “window”  in  the  sinus  located  in  the 
upper  jaw  (maxilla).  This  surgery  is  done  under  general 
anesthesia.  More  extensive  sinus  surgery  is  only  done  as 
a last  resort  in  children  under  the  age  of  eight. . . In  these 
young  children,  the  sinus  cavities  are  small,  the  opera- 
tion is  technically  more  difficult,  and  results  are  often 
unpredictable.  EP 
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any  of  the  books  listed 
here  with  the  coupon 
below  or  by  calling 
(800)  535-1910 


DOWN  SYNDROME 


Planning  FOB 
theFutuke 

Providing  a Meaningful 
imps  for  a Child  with  a 
Disability  cfter  Your  Death 

M.L.  Russell,  et  al 
How  to  prepare  a Life  Plan, 
a Letter  of  Intent,  a Special 
Needs  Trust;  It  explains  how 
to  maximize  your  child’s 
government  benefits,  avoid 
probate,  reduce  estate  taxes 
and  much  more. 

AP0240D  $24.95 


Computes  Besousces 
FOB  People  with 
DISABIUTIESM 
to  Exploring  Today^s 
Assistive  Technology 
TheAuiance  for 
Technology  Access 
Provides  user-friendly 
support,  information,  and 
up-to-date  answers. 
HP0870D  $14.95 


Medical  & Surgical  Care 
FOR  Children  with  Down 
Syndrome 

A Quids  for  Parents 

L.  KUMIN,  Ph.D.,CCC-SLP 
Designed  to  give  parents  a 
complete  and  easy-to-under- 
stand  overview  of  specific 
medical  conditions  that  are 
more  common  among  children 
with  Down  Syndrome. 
WB123DS  $14.95 


UABIES 
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Babies  With 
Down  Syndbome 

ANewPareiUa’GuUk 

Ed.  by  Karen  Siray-Gundersen 
The  complete  guide  for  new 
parents  of  babies  with  Down 
Syndrome.  Written  by  profes- 
sionals and  parents,  this  book 
covers  ever^hing  new  parents 
need  to  know. 

WBOIOMR  $14.95 
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[ Down  Syndbome 

i Birth  toAdulthoodj  Giving 
I Families  an  Edge 

I J.E.  Rynders,  J.M.  Horrobin 
t This  new  book  is  an  invaluable 
; guide  for  parents  of  children 
I with  Down  syndrome,  as  well 
i as  the  professionals  who  help 
f advance  whole-family 
[:  development. 

I LV128DS  $29.95 


GENERAL 


Sometimes  I Get  All 

SCBIBBLY 

living  with  Attention- 
Defidt/Byperacticity 
Disorder 

M.B.  Neuville 
Clinical,  educational  and 
emotional  information  from 
the  point  of  view  of  a parent. 

PC119AD  $14.00 


Activities  FOR 
Developing  Pre-skill 
Concepts  in  Children 
WITH  AunsM 

Toni  Flowers 

Each  activity  is  designed  to 
tell  educators  what  they  ure 
doing,  why  they  are  doing  it 
and  what  materials  they  will 
need  to  teach  the  activity. 

The  activities  are  adaptable 
for  children  of  all  levels. 
PE0350D  $29.00 


Facilitated 

Communication 

The  CUnierd  and  Social 
Phenomenon 

Edited  by;  H.C.  Shane,  Ph.D. 

An  up-to-date  exploration  of  . 
the  controversial  topic  of  FC 
and  also  the  current  under- 
standing of  learning,  commu- 
nication, and  movement  in 
persons  with  developmental 
disabilities. 

SP1150D  $45.00 


Cerebral  Pmsy 

A Complete  Guide  for 
Caregiving 

F.  Mioer,  M.D.  & S.  Bachrach,  M.D. 
This  book  offers  sound  profes- 
sional advise  and  a caring  com- 
mitment to  do  what's  best  for  a 
child  with  Cerebral  Palsy. 
JH150CP  $35.95 


Adaptive  Play  Fob 
Special  Needs 

ChILDBEN:  Strategies  to 
Enhance  Communications 
and  Learning 

Caroline  Ramsey  Musselwiiite 
Designed  for  parents  and 
professionals,  this  book  is  a 
comprehensive  guide  to  using 
play  as  a learning  tool,  develo|}- 
' fng  adaptive  play  materials  ami 
teaching  skills  with^V- 
K0420D 


liimE  Chhjiren, 

Big  Needs:  Parents 

Discuss  Raising  Children 
with  Exceptional  Needs 
D.  Weinhouse,  Ph.D.  and  M. 
Weinhouse,  M A- 
What  are  the  concerns  of 
parents  who  raise  disabled 
children?  Contains  candid 
interviews  with  60  families 
of  children  with  a wide  range 
of  disabilities. 

UP0880D  $12.95 


The  Life  Planning 
Workbook 
L.M.  Russell  ett  al 
FVom  the  authors  of  the  highly 
acclaimed  “Planning  For  The 
Future”.  A hands-on  guide  to 
help  parents  provide  for  the 
future  security  and  happiness 
of  their  child  with  a di^ility 
after  their  death. 

AP1270D  $24.95 


Welcome  Home 
Jellybean 
M.  F.  Shyer 

The  only  place  Gerri  has 
lived  is  in  an  institution.  Her 
family  doesn’t  really  know 
her,  but  her  mother  thinks 
she  is  ready  to  come  home. 
None  of  them  truly  under- 
stand what  it  will  be  like. 
SS1260D  $3.95 
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Raising  A Child  Who 
Has  A Physical 
Disabhjty 
A Medical  Primer 
D.G.  Albrecht 

This  book  will  make  your  job 
easier.  Compassionate,  help- 
ful, and  based  on  real-life 
experience,  it  will  help  you 
handle  every  facet  of  raising 
and  loving  your  special  child. 
JW1210D  $12.95 
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Uncommon  Fathers 

Dictions  on  Raising  a 
Child  with  a Disability 
Edited  by  D.J.  Meyer 
A compelling  collection  of 
ess2^  by  fathers  who  were 
asked  to  reflect  and  write 
about  the  life-altering 
e)q)eriences  of  having  a child 
with  a disability. 

WB12400  $14.95 


Baby  Book 

for  the  DevelopmentaUg 
Challenged  Child 
R.  Mathews 

A unique  approach  to  the 
traditional  *B<iby  Book"  designed 
for  chiklmn  witlr  (ie\'clupincntal 
distibilititLS.  Sixrial  «'c.tioiiS  for 
medical  histories  and  Mom  and 
Dad’s  feelings. 

HD1220D  $25.00 


ILLUSTKAICD 

DueciostOf 
DiSABiun  Phoducts 
Editco  by  M.  Mace 
Shows  hundreds  of  products 
alon^with  names,  addresses 
and  phone  numbers  providing 
customers  with  the  information 
to  make  the  best  decision. 
TP0260D  $12.95 


TBE  Seuss 
QX  Nelson,  Ph.D.,  OTR 
Provides  information 
to  assist  parents  and 
therapists  with  ideas  in 
the  daily  care  of  their 
children. 

(Videos) 
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Effective  iNTHtvBNTiON 
’ Foe  Sblf-FeEmng 
’ Success 

' CANewon,Ph.D.,OTR 
f An  effective  and  easy  to  follow 
i video  program  for  parents 
I which  provides  the  tools 
j needed  to  be  successful  in 


moving  you  r c hild  toward 
[ independent  self-feeding. 

1 ED0790&>VM)EO  $39.95 


Physicians  Guide  To 
Rase  Diseases 

Second  Edition 
Edited  by  J.G.  Theone,  M.D. 
New  Updated  version  of  over 
1,000  pgs.  of  info,  on  over  900 
diagnoses  and  disabilities. 

This  is  the  most  comprehen- 
sive of  its  type,  providing  the 
most  up-to-date  information 
in  an  easy  to  use  format. 
DP1300D  $97.50 


The  Best  Toys,  Books  & 
^Eos  For  Kh)6  1996 
J.  Oppenheim  & S.  Oppenheim 
The  1996  guide  to  over  1,000 
kid-tested,  classic  and  new 
products  including  software, 
audio,  and  special-needs 
products. 

HC1290D  $13.00 


SOMETBING^S  NOT  RIGHT 
0nefamily*8  struggle  with 
learning  disabiUties 

N.  Lelewer 

Written  from  the  perspective 
of  a dyslexic  mother,  this 
compelling  story  toils  how  she 
ensured  that  all  her  children 
received  a good  education, 
despite  three  of  her  four  kids 
were  learning  disabled. 
VB133LD  $14.95 
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FAIR! 


«1BUN«S0F 
(ailLUHEN  WITH 


It  Isnt  Fair! 

Siblings  of  Children 
with  Disabilities 
Edited  by  S.D.  Klein 
& M.J.  SCHLEIPER 
Features  chapters  by  parents, 
siblings  and  professionals. 
EPOOIEP  $14.95 


VIDEOS 


The  Face  of  Inclusion 

A ParrnVs  Perspective 
J.  k R.  Varc.0 

A unique  and  moving  parent’s 
perspective  of  inclusion  for 
administrators,  teachers,  and 
parents  of  children  with  dis- 
abilities. 

JR1320D-V1DE0  $99.00 


ED136n>  Introduction  to  Helping  the  Physically 


Challenged  Child  Function 
More  Independently  $39 

ED137P0  Introducing  Functional  Sitting  $39.95 

ED139PD  Improving  Control  of  Sitting  $39.95 

ED139PO  Preparing  for  Standing  $39.95 

ED140PD  Preparing  for  Stepping  and  Walking  $3995 
EDUIPO  Preparing  the  Child 

to  Change  Positions  $39.95 

All  six  can  be  purchased  at  a 10%  discount  $215.75 


How  To  Guide  Your 
Child  Through  Special 
Education 

The  SR^s  For  Parents,  Rights, 
Resources,  and  Results 

6.H.Trctor,M.S.ED 
Sensitivity  presented,  this 
video  covers  the  stages  of  the 
Special  Education  System, 
the  law,  future  planning 
while  encouraging  parent 
involvement. 

EV131ED-VIDED  $24.95 

Potty  Learning  For 
Chhdren  Who 
Experience  Delays 

S.R.Hays,M.S.,RJ1.,C.R.R.N. 
This  video  presents  a unique 
developmental  approach  to 
supporting  the  child  in  learn- 
ing independence  in  the  man- 
agement of  “bathroom”  skills. 
ED0770D-VIDED  $39.95 


INJURY 


When  Your  Chhj)  is 
Seriously  Injured 
The  Emotioned  Impact 
on  Families 

Marilyn  Lash 

Topics  include  preparing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

(IncbtdttMpfmQ  charges) 


When  Young  Children 
ARE  Injured:  Famines 
as  Caregivers  in  Hospitals 
and  aX  Home 

J.  Halhwanqer  & M.  Lash 
A book  about  the  family’s  role 
in  caregiving  when  a young 
child  is  injured. 

EP085ML  $7J0 

(Inclvdtt  shippvsQ  charges) 


When  Your  Child  Goes 
TO  School  After  AN 
Injury 
Marilyn  L\sh 
Issues  parents  need  to 
confront  about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP0O6ML  $7.50 

(Induda  skipping  charges) 
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NEW  PRODUCTS- 


DELUXE, 

ANGLE-ADJUSTABLE 
BOWLING  RAMP 

The  Deluxe  Angle-Ac^ustable 
Bowling  Ramp  provides  the  bowler 
with  physical  disabilities  precise 
control  of  the  angle  of  the  ball 
within  a 3.5  inch  range.  Once  the 
ball  is  placed  on  the  ramp,  the  rear 
safety  stop  holds  it  in  position.  The  bowler  aims  the 
ramp  and  pushes  the  ball,  which  rolls  down  the  plastic- 
coated  steel  track  to  the  alley.  The  ramp  is  45  inches 
long,  25  inches  wide  and  26  inches  high. 

Maddak,  Inc.,  Pequannock,  NJ  07440-1993 
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TAG  ALONG  TRAILER 

The  Tag  Along  TVailer  is  designed  to  transport  three- 
and  four-wheeled  electric  scooters  while  providing  extra 
space  for  luggage  and  folding  wheelchairs.  The  rear 

gate,  which  can  be  low- 
ered by  hand  or  with  an 
optional  electric  motor, 
serves  as  a ramp,  allowing 
the  scooter  to  be  driven 
directly  into  the  trailer. 

The  top  closes  and  locks 
for  security.  The  trailer 
features  a fiberglass  body 
with  aluminum  reinforc- 
ing; 8-inch,  high-speed  highway  tires;  taillights;  brake 
lights  and  an  interior  light. 

Tag  Along  Trailers,  Inc.,  Chippewa  Falls,  WI 54729 
Circle  # 196 


THE  BABYSMART  BABY  WIPES  HOLDER 

The  BabySmart  Baby  V/ipes  Holder  facilitates  hygiene 
for  infants,  toddlers  and  children  with  incontinence.  The 
unbreakable  caddy  accommodates  square,  rectangular 
or  round  wipe  containers  and  features  a specially 
designed  clip  that  fastens  securely  to  a changing  table, 
crib  or  counter.  The  caddy 
grips  and  holds  the  container, 
allowing  a caretaker  to  pull 
wipes  from  the  counter  with 
one  hand. 

BabySmart,  Watchung, 

NJ,  07060 
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of  the  v\fcnanation 

For  more  irformation  on  assistive  devices^  or  to  submit  product 
in/brmationfor  the  database  (and  passible  inclusion  on  this  page), 
contact  ABLEDATA,  8ti55  CotesviUeRd,  Ste.  935,  Silver  Spring,  MD 
20910-3319,  (SOO)  227-0216  (V/TTY),  (301)  588-9m  (V/TIY)  or 
(301)  687-1967  (fax). 
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Infoniiatioii  Servlets  tec. 

28  Green  Street 
Newtxjry,  MA  01951 
(800)659-3399 
WiiteAway  is  integrated,  DOS- 
based  word-processing  arxJ  com- 
munications software  for  children 
and  adults  with  special  needs,  It 
combines  speech  output  and  key- 
board scanning  with  enhanced 
word  processing  fa  easier  commu- 
nication, $199  per  copy 


National 


American  Discount  Medical 

FOR  Discouisnrs  on  all  your 

EQUIPMENT  NEEDS!  Save  on 
Strollers-Convajd,  Carrie  Rover; 
MacLaren;  Scooters;  Wheelchairs; 
Tumblefonms;  Walkers;  Seating/ 
Positioning  Equip.;  and  Standers  fa 
school  a home.  Call  (800) 
877-9100  fa  FREE  BROCHURE, 


Massachusetts 

Atlantic  Rehab.,  Inc. 

81  RumfordAve, 

Waltham,  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating, 
Sales  and  Service,  Please  call  for 
nnore  information. 


Missouri 


U.S.  Medical  Corporation 

1 4575  Manchester  Road 
Manchester,  MO  6301 1 . 
(800)  40-USMED/ 
(800)408-7633 


Consumer  Care 
Products,  Inc. 

RO,  Box  684 

Sheboygan,  Wl  53082-0684 
(414)  459-8353 


Access  Medical  Supply 

2006  Crown  Piaza  Drive 
Columbus.  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs,  $51 ,95/cs  (96), 
Free  Delivery,  /VJso— Depend, 
Serenity,  other  items.  Manufacturer^ 
ooup^  ac<^ted.  Free  Catalog! 

Durallne  Medical  Products 

324  Werner  St.,  PO  Box  67 
Leipsic,  OH  45^^ 

800-654-3376 

Call  DMP  fa  ail  your  incontinent 
needs  such  as  briefs,  p^ts,  pads 
ard  liners,  as  well  as  ^n  care 
products.  Call  fa  FREE  catalog! 
in  Canada  call  800-^7-6996 

H.D.I.S. 

1215  Dielman  Industrial  Cairt 

aivette,M063132 

(000)538-1036 

our  ad  in  this  issue. 


YOUTH 
BRIEF  II 
FITS  30 
TO  70  LBS. 

96  FOR 
$39.98 

CALL  24HRS. 
1-800-777-1111 

WOODBURY  PRODUCTS 
INC 

44IOMAT1N«tVt>.tSLM«OPMKNY  lISM 


The  Dragonfly  Toy  Convany  Inc. 

291  Yale  Avenue 

Winnipeg,  MB,  Canada  OL4  Ft3M 
(800)308-2208 

A Toy  company  like  no  otha,  the 
personal  services  at  Dragonfly 
make  shopping  for  kids  w/  special 
needs  a pleasure.  Play  thaapist  on 
staff,  toll-free  adering  arxJ  delivery 
to  your  doa.  Highly  recommerxied 
to  both  parent  and  professional  -i- 
Books  and  devices. 


Van  Conversion  Dealers 


Connecticut 


U.S.  Medical  Corporation 

1 4575  Manchesta  Road 

Manchester,  MO  6301 1 

(800)  40-USMED/ 

(800)408-7633 

Call  U.S,  Med  fa  free  sample 

Depend  briefs.  Undergarments, 

Pants  and  Diapers, 

Low  prices  and  free  delivery. 


Care  Electronics 

5741  Arapahoe  Rd.,  Suite  2A 
Boulder.  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Sykems  notify  care- 
givers when  their  warxlerer  leaves 
home.  Locate  them  up  to  ONE 
MILE  away,  FREE  catalog! 


Rig's  Aluminum  Products 

10625  Maple  Lane 
Rogers,  MN  55374 
(612)498-7304 
Ramps,  Factory  Direct,  Light 
Weight  Aluminum,  Portable,  4-Way 
Foldirrg,  2-way  Folding,  Telescopirig 
Tracks,  Thresh  Hold,  Van  Ramps, 
Scooter  Fteimps,  Custom  Built 
/Vpproach  Ramps,  Call  fa  your 
FREE  catalog. 


Robertson's  North  Heights 
Pharmacy 

1201  E,  35th  Street 
Texarkana,  AR  75502 
(501)  774-3666 


to  WtciT 
OO  to  Usj 


Colorful,  Fun  <Si  Interactive 
Toys,  All  adapted  for  switch  use 
& ready  to  he  set  into  motion, 

Phone/Fax  513^860^5475 
for  FREE  Catalog 


e 


v^witch  Kids,  Inc, 

8507  Rupp  Firm  Dr, 

West  Chester,  OH  45069 


Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  rrrobility  cenia,  raised 
tops/doors,  drop  floors,  custom  dri- 
ving equiprnent;  distributors  fa 
Mobile  Tech,,  Crow  RK/er  lifts, 

RIcon,  IMS,  EZ  Lock,  arfo  EMC 
touch  pad  systems,  41  yrs,  of 
service  to  the  disabled  community, 
Plea^  adl  fa  more  information, 
NMEDA  memba. 


New  Jersey 

iiroola  Mobility 

51  Karo  Road 
Cartstadt,  NJ  07072 
(201)507-8500/ 

(800)ARCOLA-1 

New-Used-Trade-Lease-^, 

Full  sized,  mini,  rear  and  side  entry. 
We  c^  products  from  the  f 
ollowing  manufacturers:  Braun, 
KneeKar,  Vantage,  Ricon,  and  Rck- 
A-Lift,  If  we  don’t  have  it,  we’ll  find 
it!  Rnancing  is  available.  NMEDA 
Memba,  Please  call  fa  more  info  _ 

Drtvo-Master,  me. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  centa,  raised 
tops/doers,  drop  floas,  custan  dri- 
ving ^uipment;  distributors  fa 
Mc)bi!e  Jedh.,  Crow  Riva  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  s^^ems,  41  yrs,  of 
service  to  the  disabled  community. 
Please  call  for  more  Information, 
NMEDA  membe^  

New  York 

Areola  Mobility 

51  Karo  Road 
Cartstadt,  NJ  07072 
(201)507-8500/ 

(800)ARCOLA-1 

New-Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  sicte  entry. 
We  c^  products  from  the 
following  manufacturers:  Braun, 
KneeKar,  Vantage,  Ricon,  arxJ  Pick- 
A-Llft,  If  we  don’t  have  it,  we’ll  find 
ft!  Rnarxiing  Is  available.  NMEDA 
Mennba  Ple^  call  for  more  info. 

Drive-Mastor,  Inc. 

9 Spielman  Road 
Fairfield,  K)  07004 
(201)  808-9709 

Full  service  irvobility  centa,  raised 
tops/doors,  drop  floors,  custom 


drivKTg  equipment;  distributofs  for 
Mobile  Tech,,  Crow  Rrva  lifts, 
Ricon,  IMS,  EZ  UDck,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Please  caH  for  rrxxe  nfocTnation. 
NMEDA  merrfoa. 


Ohio 


Forward  Motions 

214  Vall^  Street, 

Dayton,  OH  45W 
(513)  222-5001 
Full-size/Mlni-Van 
modifications,  new/used  lifts,  drop 
floa,  raised  roof,  lockdowns, 
driving  equip.  NMEDA  memba. 
Owned  by  person  with  disability. 

Pennsylvania 

Drivo-Mastor,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom 
driving  equipment;  distributors 
for  Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  arid  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


BOOKS,  AUDIO/VIDEO  & : 


EDUCATIONAL  lyjATERIAL 


Turtle  Books 

Approved  by  the  Arnerfoan  Acac^^ 
of  Pediatrics.  These  upbeat  stories  with 
warm,  colorful  illustraliorTS  addtess  real 
issues  fourxl  h the  lives  of  real  chifo^ 
vvith  disabiirties.  Prowte  a bri^ 
urxJetkafKjhg  for  your  chikie^ 
disabiftties,  sitings  & frierxJs.  FREE 
BrokiufB. 

Jason  and  Nordic  Publishefs, 

PO  Box  441. 

Hollldaysburg,  FA  16648. 

FAX  (814)  6964250 


Frto— Tbs  1995  Woodbine 
Housi/^clal-Nosds  Collsctlon, 

a catalog  of  excellent  books  fa 
parents,  children,  arxl  professionals 
on  autism,  CP,  Down  syrdrome, 
Tourette  syndrorne,  mental  retarda- 
tion, visual  impairment,  physical 
disi)ilities,  special  education,  arxJ 
rrxxe.  Woodbine  House, 

651 0 Bells  Mill  Road,  Bethesda,  MD 
20817.(800)843-7323 

Frse^Ths  NEW  Special 
Needs  Prolsct  Book  Catalog 

The  best  books  from  aH  publishers 
about  disabilities.  Comprehensive 
resources  fa  parents,  children  & 
professiorials.  Special  Needs 
Project,  3463  State  Street,  Santa 
Barbara,  CA  93105,  (800)  333- 
6867. 
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Children's  Page 

Our  Differences  Make  Us  Special 


Avi  Is  all  smiles  at  the  end  of  his 
ride  down  a slide  at  the  school 
playground. 


by  Aaron  Wolfson 

Imagine  a world  where  everything  is  the  same.  It  would 
be  pretty  boring,  right?  That's  why  people  who  are  dif- 
ferent should  be  treated  with  respect. 

People  with  disabilities  are  among  those  people  who 
are  different.  Some  don't  talk,  walk,  read  or  write  as  we 
do.  Many  of  us  think  that  people  with  disabilities  aren't  as 
smart  as  we  are. 

Henry  David  Thoreau  said,  **If  a man  does  not  keep 
pace  with  his  companions,  perhaps  it  is  because  he  hears 
a different  drummer.  Let  him  step  to  the  music  he  hears, 
however  measured  or  far  away.” 

This  is  what  Tlioreau's  words  mean  to  me:  if  you  learn 
at  a certain  pace,  and  your  brother  learns  at  a different 
pace,  then  let  him  learn  at  that  pace.  Don't  force  him  to 
learn  at  your  pace.  Who  says  that  his  level  of  learning  is  any  worse  than  yours?  He  is 
distinctly  himself. 

These  thoughts  refer  to  my  experiences  with  my  younger  brother,  Avi.  He  has  special 
needs.  He  gives  me  a happy  feeling,  makes  me  laugh  like  a hyena  and  gives  my  day  a 
great  start  with  his  bright  and  beaming  smile! 

The  school  district  has  given  Avi  a technical  label — **mildly  mentally  handi- 
capped”— which  means  he  can  receive 


A pair  of  wizards!  Aaron 
and  his  brother  Avt  worked 
magic  together  during  a 
Halloween  celebration  two 
years  ago. 


certain  educational  services.  This  label 
creates  a picture  in  my  mind  of  Avi  riding 
down  a conveyor  belt.  A machine  slaps  a label  on  his  head.  The  label  reads, 
“This  is  an  Avi  and  he  is  handicapped.” 

But  the  label  does  not  tell  you  who  Avi  really  is — that  he  plays  football, 
collects  dinosaurs  and  gobbles  down  hot  dogs.  I know  these  things  about 
Avi  because  I've  spent  lots  of  time  with  him  and  I've  gotten  to  know  him. 

People  who  see  Avi  for  the  first 
time  might  just  go  by  the  label. 
They  could  miss  out  on  a nice 
friendship. 

So  let's  not  judge  people 
because  tliey  seem  different  on 
the  outside.  On  the  inside,  they  are 
probably  the  same  as  you  and  me. 
Getting  to  know  people  who  are 
different  and  unique  helps  you 
appreciate  them.  You  can  make 
some  new  friends,  and  you  can 
learn  something.  That's  why  our 
differences  make  us  special.  EP 


Mom's  Turn 

Two  words  sum  up  wkat  it's  like  to  raise 
Avi — roUet'  coasteii  Tket  e are  many 
**downs,*' such  as  hospitalizations  and 
loss  of  skills^  and  many  '"upSy"  like 
watching  Avi  perform  with  classmates 
in  a musical  and  hearing  his  hearty 
laughter.  Doug  and  / have  been  on  this 
roller  coaster  ride  for  seven  years.  7b 
think  we  used  to  joke  about  hating  that 
particular  amusernent  pari  nde — horv 
funny  and  unpredictable  life  can  bet 
It  was  Aarxm's  own  decision  to 
make  Avi  the  subject  for  his  speech.  We 
are  proud  that  Aaron  has  made  Avi  a 
big  part  of  his  life.  Aaron  has  taught  his 
frietids  how  special  young  r brothers 
can  be. 

— Sara  Wo{fson 


*"Fainity  is  very  important,**  writes  Aaron*s 
mom,  Sara,  “and  a great  source  of  support.*' 
Last  year  at  Passover,  the  Wolfson  children 
gathered  for  a group  shot:  (Clockwise,  from 
left)  Avi,  6;  cousins  Alex,  13,  Rebecca,  16, 
and  Michael,  15;  Aaron,  10;  cousin  Havl,  18, 
and  sister  Naomi,  8. 


Aaron  Wolfson^  a si.rth  grader  at  Rockbrook  Elementary  School^  gave  this 
speech  last  year  in  a contest  entlUed,  'Velebmte  Our  Differences."  Aaron  y 
lly  liras  in  Ornahay  Nehrvskay  roith  his  parentSy  Sam  and  Dougy  brother 
Aviy  6y  and  sister  Naomi y 9.  lie  enjoys  rvading  and  sporiSy  and  rvonld  like 
to  be  a co7npu(er'progrxvrnmer: 


P 


[■he  Children's  Page  welcomes  contributions  from  children  with  disabilities,  their  siblings  and  their  triends.  Be  creativel  Send  your  stories,  photos  and  artwork 
I to:  CNUran’t  Page,  Exceptional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  02146-5005. 
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We’re  Giving  Transportation 
a Whole^ew  Angle  1 


Chrysler  minivans.  And,  in  true  Vantage  style, 
we’ve  given  them  a whole  new  angle. ..literally! 

Double  the  Convenience 

Chrysler  is  the  first  manufacturer  in  the 
wtuld  to  offer  two  sliding  side  doors — both 
the  passenger  and  driver  sides — all  of  their 
minivan  models.  And  Vantage  Mini  Vans,  the 
leader  in  technological  innovation  in  our 
industry,  is  the  first  to  capture  its  true  potential 
with  our  available  driver-side  manual  folding 
ramp.  Nenv  you  have  even  greater 
ctvavenience  and  flexibility  in  awkward 
parking  situations. 


Unlike  most  competitors,  Vantage  offers  true 
kiwered-floor  access  on  all  of  our  duahdoor  models. 
This  means  we’ve  extended  the  driver-side  sliding 
door  opening  so  it  is  flush  with  the  lowered  floor  of 
the  vehicle,  offering  the  same  low  incline  for 
wheelchair  and  ambulatory  access  as  the  pa.s.senger 
side.  Whether  or  not  you  choose  the  optional 
sectmd  ramp,  this  feature  alone  makes  entry  and 
loading  of  your  C^hrysler  minivan  easier.  And  your 
options  for  access  that  much  greater.  Isn’t  this  what 
it’s  all  about? 

Options  Aplenty 

As  with  all  Vantage  conversions,  your  Chryslei 
lowered'floor  minivan  is  available  as  either  the 
popular  and  economical  Trekker,  with  its  ea.sy^tO' 
use  manual  fokhout  ramp;  the  Summit,  with  its 
reliable  power  folding  ramp;  or  the  premier 
Northstar  edition,  with  its  sleek,  under'thc'floor 
sliding  ramp.  A myriad  of  options — power  transfer 
seats,  remote  control  keychain  access,  ptwer  lock 
downs,  hand  controls  and  fokhdtwn  rv  ar  .seat  kiot 
rests — are  also  available  tc)  truly  customize  our 
vehicles  to  your  family’s  lifestyle. 

No  one  understands  the  transportation  needs 
tT  parents  with  physically  challenged  children  like 
Vantage  Mini  Vans.  We  think  you’ll  agree... 

Vantage  is  your  best  anule  on  lowered- 
floor  minivans. 


(800)  348-8287  TOLL^E 


V rvi  nr  g e;  i\/i  i ivi  i xr  a isj  s 

C 'rtd  uxlav  for  a free  futl^color  brochure.  National  dealer  tietwork  witli  test -drive  vchidc.s  avaikikk’. 
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Taylor  G,  of  California, 
driving  the  CooperCar  with  friends 


1 


BEST  COPY  AVAILABLE 


R.T  Cooper  & 

(Voice:  714-240-48S3  Fax:  714-24( 
Really  Soecial  Software  bv  RJ  Cooper  ( 

: Associates 

9-9785  Email:  rjcoop@aol.com) 
research,  design,  production. 

& Bryan  Koeff  (graphics,  animation), 
y software  product  in  this  catalog! 
or  we  can  send  COD. 
irn  them  to  us  or  pass  them  on. 

programming,  field  testing,  distribution)  i 

* We  will  send  you  a demo  version  of  an; 

* We  accept  purchase  orders.  VISA/MC. 

* Unused  or  un-wanled  disks. ..please  reti 

* All  our  Apple  li  software  support  Echo  speech  products. 

* Our  Windows  software  supports  any  Windows-compatible  sound  card. 

* For  both  Mac  and  Windows,  we  recommend  you  get  a good  pair  of  amplified 
speakers  at  your  local  consumer  electronics  store! 

RPricino  info:  H 

■ Apple  II  software  - $75  I 

■ Mac  or  Windows  software  - $89  1 

ICrossScanner  - $249  B 

m Shipping  & handiing,  add  10%.  fl 

■ Prices  are  quoted  in  US  Currency.  B 

Computer  tvoes: 

Apple=llc,  lie  (128K),  ligs  or  LC  with 
lie  card,  5.25"  floppy. 

PC=IBM  compatible  with  Windows. 
Mac=any  color  Mac. 

We're  still  busy  working  on  our 
Apple  to  PC  & Mac  conversions. 

RJ's  story:  During  my  3 years  of  Electrical  Engineering  (w/digilal  emphasis)  at  the  University  of 
Utah.  I started  working  with  special  students  at  local  schools  in  and  around  Salt  Lake  City.  I realized 
that  not  many  R & D people  were  working  with  materials  for  persons  with  severe  disabilities.  I 
began  researching,  and  eventually  developing  materials  that  responded  to  requests  of  spec.  ed. 
teachers,  speech/language  pathologists,  and  professionals  that  I began  networking  with  around  the 
world. 

I moved  to  CA  in  1986  and  finished  my  B.A.  in  Developmental  Psychology,  while  continuing  my 
research,  this  time  at  RH  Dana  Exceptional  Needs  Facility  in  Dana  Point.  At  the  same  time.  1 began 
writing  my  column  for  the  internationally  recognized  publication,  Closing  The  Gap. 

1 started,  and  continue,  to  make  materials  that  are  requested  by  others,  many  that  know  more 
about  needs  than  myself.  1 research  & develop  these  materials  in  actual  settings,  with  actual 
people,  for  professionals  and  parents  that  have  shown  a belief  in  my  work. 

Trying  to  respond  to  your  requests  anil  keeping  pace  with  ever-developing  technology  have 

Volume  di?LCOUnts»  Ihink  of  software  just  like  a hook.  Ij  yoii  had  tw<f  rooms,  and 
you  wanted  to  use  a ho(ik  in  eaeh  room,  y<nt  would  need... 2 hooks!  Software  is 
(froteeted  by  the  same  Cop\rii>ht  Laws  as  hooks.  If  you  want  to  have  my  .software  on 
several  cotnfnuers  in  your 
domain,  just  order: 


Quantity 
6-10  disks 
11 -20  disks 
21-50  disks 
above  this 


Discount 

10% 

20% 

30% 

40% 


1300 


Sec  page  1 1 for  info  about 
SAM.  the  best  way  to  plug 
switches  into  your  PC  or  Mac. 


eklc 
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I invented  this  concept  while 
working  with  a little  lady  named  Katie 
from  CA.  She  knows  cause/effect,  and 
1 wanted  her  to  be  able  to  interact 
appropriately  in  a conversation. 

Turn-Talking  takes  the  non-verbal 
person  that  needs  conversation,  on  a 
guided  tour  of  taking  turns  to  talk  (like 
turn-taking,  only  talking!).  A , 
supervisor  writes  a script,  and  has  a 
person,  close  in  age  to  the  talker. 
record  the  talker's  phrases.  Turn- 
Talking  then  conducts  that 
conversation. 


As  with  all  my  newer  software,  you  customize  Turn-Talking  by  writing  the  scripts,  and  doing 
the  recording.  You  can  even  import  your  own  pictures  to  represent  the  Turn-Talkers, 

or  use  the  provided  ones. 

Availability:  Mac  & Windows  - now! 


I wrote  Find  the  Buttons  specifically  for  Jimmy 
V of  NJ.  His  mom,  Harriet,  called  and  we 
hrainsiormed  this  program,  and  voila,  here  it  is! 
Basically,  thi*  the  only  program  I know  of  that 
teaches  a young  blind  child  about  graohical  user 
interfaces  (GUI).  There  are  10  buttons  you  can 
si/.c  and  move.  As  you  pass  over  one,  a 
customi/.ed  indicator  sound  is  heard.  As  you  leave 
one.  mother  sound  is  heard.  Whenever  you're  in 
the  'margins',  where  there  is  no  buttons,  then 
another  sound  is  heard.  In  this  manner,  auditory 
feedback  always  indicates  the  movements  of  the 
mouse.  You  then  click  on  the  button  you  want, 
yielding  a more  detailed  sound. 


Availability:  Mac  & Windows  - now! 


You  can  record  the  button  indicators  and  the  button  sounds  yourself.  In  fact,  it  works  best 
that  way.  I provide  some  starter  screens  but  you'll  have  more  fun  and  variety  if  you  do  the 
recording.  You  can  tbil  a story,  have  funny  sounds;  the  possibilities  arc  limitless. 
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Adult,  Teenage,  or 
Children's  (choose  one) 
These  disks  use  cartoon-iike 
simulations  about  real  life  to 
start  learners  with  cause/effect 
and  move  them  to  timed, 
purposeful  interactions. 
Graphics  are  age-appropriate. 
And  you  have  complete  control 
over  how  the  learner  interacts, 
as  with  all  of  our  software! 


Availability:  Apple  11:  all  of  them  - now;  Mac  & Windows:  Adult  CD  - spring,  96 
Mac  & Windows:  Children’s  & Teenage  - now!! 

Works  with:  keyboard,  switch,  or  TouchWindow,  or  moused ick 

The  5u77(7?  Proi^ressions  are  some  of  the  only  software  (we  know  of)  that  help  to  teach  ''wait!'’ 

These  large-prinl»  early  academic 
programs  (available  separately)  are 
for  beginning  to  advanced  letter  and 
number  users.  Both  disks  use  an 
errorless  learning 

method.  Spell- A- Word 
works  on  identification, 
spelling,  & word 
recognition  (for  reading). 

2+2  works  on  early  arithmetic 
problems.  Both  have  drill  and  test 
modes,  which  you  can  set. 


These  disks  are  designed  for  you  to  easily  enter  lists  of  spelling  words,  or  arithmetic 
problems  (like  2+2=4),  for  the  learner  to  practice  and  be  tested  on. 

Availability:  All -now!! 

Works  with:  keyboard,  anv  device  capable  of  producing  keystrokes,  or  switch. 
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Our  biggest  seller,  and  our  oldest 
product.  This  broad  variety  of 
switch  games  is  a collection  of  19 
activities  ranging  from  cause  & 
effect,  through  following  directions, 
matching,  all  the  way  up  to  using 
the  switch  to  make  a funny  face 
(and  print  out).  And  now  it’s  been 
upgraded  for  Mac  & Windows;  it's 
bigger  and  better  than  ever! 


Availability:  All  - tiow! ! 

Works  with:  keyboard,  switch.  Touch  Window 


During  my  11  years  of  work  with 
persons  that  have  severe  cognitive 
understanding,  1 have  searched  for  the 
ultimate  cause/effect  device.  I created  it 
with  the  CooperCar,  but  WakerShaker  (the 
white  object  on  the  right)  is  a close  second. 
It  is  is  far  more  convenient,  not  to  mention, 
far  le!;s  expensive.  Do  not  take 
WakerShaker  lightly.  Yes,  it's  a simple 
switch  modified  rnassager  (vibration 
device),  but  you  simply  will  not  get  better, 
quicker  results  about  what  a switch  can  do 
That,  after  all,  is  what  you’re  trying  to  teach 
with  causc/effect  training.  Besides, 
WakerShaker  is  fun!  If  you  are  working 
with  a person  that  needs  to  understand  the 
power  of  a switch,  you  need  WakerShaker. 
I wouldn't  say  it,  unless  I felt  I really  knewl 


WakerShaker  is  $50. 

Add  $20  for  a simple  switch  as  pictured, 
or  use  any  switch  you  have. 

(Actual  WakerShaker  may  differ  slightly  from  picture) 
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Here's  a simple  cause  and  effect 
activity  that  simply  puts  a large 
and  loud  animation  (non-age- 
specific  cartoon)  on  the  screen 
with  every  switch  activation. 
How  many  animations?  101,  of 
course! 


Availability: 

Mac  and  Windows  - now 
Works  with: 
switch,  TouchWindow 


I wanted  the  ultimate 
musical  cause/effect  music 
program,  totally  appropropriate 
for  all  ages,  but  really  targeted 
at  teenagers.  There's  plenty  of 
break  dancing  on  the  screen 
and  the  music  is  RADICAL. 
This  disk  is  usable  at  a slightly 
higher  than  cause/  effect  level 
also  and  comes  with  a variety 
of  songs.  The  3 modes  let  you 
target  cause/effect  or  allow  the 
user  to  be  the  DJ. 


Availability:  Ilgs,  Mac  (20  songs),  Windows  (10  songs)  - now 
Works  with:  switch,  mouseclick. 

Windows  requires  a sound  card.  Good,  external  speakers  recommended  for  all! 
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CrossScanner  is  a universal  way  to  run 
all  non-adapted  software  by  single  switch, 
or  any  pointing  device.  Using  a single 
switch  plugged  into  any  device  capable  of 
producing  a mouse-click,  such  as  SAM,  or 
any  device  that  can  be  the  mouse,  such  as  a 
mouse,  joystick,  trackball,  and  several 
others,  the  user  is  able  to  perform  mouse 
moves  and  clicks,  double  clicks,  drags, 
operate  menu's  and  enter  text.  The  user 
interface  is  incredibly  intuitive.  All 
operation  is  supervisor-controllable  to  fine 
tune  CrossScanner  to  the  needs  of  the  user. 


Availability:  Mac  and  Windows  - now 

Works  with:  any  device  capable  of 
being  the  mouse-click  (single  switch 
mode)  or  any  pointing  device  (direct 
select) 


The  first  click  starts  the  lineScan  down  the 
screen.  The  next  click  stops  the  line  when  it  gets 
to  the  user's  desired  vertical  point.  If 
Doubleclick,  Drag,  or  Text  Entry  is  active,  an 
iconWindow  pops  up  for  the  user  to  select 
between  with  the  fingerScan.  The  final  click 
tells  the  computer  to  move  the  cursor  to  that 
point  and  perform  the  chosen  function. 


Finally,  BIG  cursors  for  your  Macintosh! 
This  control  panel  allows  you  to  choose 
from  between  4 really  large  cursors,  that 
work  In/with  any  program.  Two  of  them, 
actual  size,  are  at  the  right. 


Availability:  Mac  only  - now!  Only  $29! 
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Accept  no  imitations!  Asik  for  it  by  name! 


Our  CooperCar  Conversion 
Kit  adapts  this  'kid-car'  so  that 
even  the  most  disabled  child 
can  drive  in  safety... using 
whatever  ability  he/she  has: 
wiggle  a toe,  move  a finger, 
rotate  his/her  head... anything! 


The  CooperCar  consists  of: 


1 . The  BOSS  vehicle  power  base  - 
$400;  with  a Premium  Charger. 
We  only  have  a limited  number  of 
BOSSes  left  so  you  best  hurry! 


2.  The  CooperCar  Conversion  Kit,  which  is  the  heart  of  The  CooperCar, 
consists  of  our  computerized  electronics,  joystick,  switch,  bungies,  & video  - 
$700.  Use  your  own  adaptive  seat,  switches,  and  mounting,  if  you  have. 


3.  The  wireless  remote  safety  override  - $150. 
Useful  for  safety  (obviously),  but  also  great  for 
turn  instruction  and  assistance.  Wired  over-rides 
are  included  with  the  normal  kit. 


4.  The  Magic  Arm  is  an  incredibly  moveable  arm 
which  allows  you  to  position  the  joystick/switch 
wherever  it  needs  to  be,  and  it  stays  there  - $200. 


5.  Footrests  (specify  S,M,L)  - $125. 


The  CooperCar  is  very  easy  to 
adapt.  Just  follow  the  video  that 
comes  with  your  Conversion  Kit. 
Basically  you're  just  plugging  in  6 
wires;  no  soldering;  no  cutting! 


Please  understand  that  you  take  full 


responsibility  for  operation  and  safety  of 
The  CooperCar.  Because  it  is  a kit,  we 

cannot  be  held  liable  for  the  manner  in 
which  you've  assembled  and  are 
operating  the  vehicle. 


The  CooperCar  has  Speeds 
Acceleration,  and  Time  controls  (Time 
is  for  those  that  can't  maintain  contact 
with  their  controller,  the  CooperCar  will 
travel  in  the  chosen  direction  for  a 
certain  Time).  There  are  switch  inputs 
for  the  4 directions,  and  a proportional 
joystick  input.  The  joystick  can  also  be 
put  into  Pull- Forw  ard  mode. 
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Combine  Technology  and  Family  Fun... 

...during  a week  of  exploration  and  iearning! 

Haven't  you  wished,  time  and  again,  that  you  could  spend  time  watching,  learning,  and 
interacting  with  someone  like  RJ  Cooper  while  he  works,  personally,  with  your  special  needs 
family  member?  Hundreds  of  you  have  seen  RJ  in  action,  or  spoken  with  him,  and  expressed 
this  exact  desire. 

Many  parents  and  professionals  feel  that  RJ  may  be  the  best  in  the  world  for  stimulating 
and  motivating  persons  with  severe  to  profound  disabilities,  either  physical  and/or  cognitive. 


Sessions  take  place  in  the  morning  so  the  afternoons  are  free  for  such  popular 
attractions  as  Disneyland,  Sea  World,  Knott's  Berry  Farm,  Los  Angeles,  San  Diego,  whale 
watching  (in  season),  ocean  fishing,  beach-going,  and  a variety  of  other  activities,  all  within  1 
hour.  There  are  even  options  for  taking  the  other  kids  on  excursions  while  the  parents  and 
special  needs  family  member  are  intensely  exploring  technology  options,  hands-on!  Or,  RJ  will 
structure  the  sessions  so  that  ^ family  members  participate  in  the  technology  fun. 

Each  month,  year-round,  RJ  will  give  2 families  the  opportunity  to  come  to  sunny 
southern  California,  with  their  entire  families  (yes,  your  able-bodied  kids  also!).  You  will  work 
with  RJ,  personally,  for  2 hours  each  day  for  4 days.  The  first  hour  will  be  with  your  family 
members  that  need  to  know  more  about  technology,  learning  exactly  how'  to  operate  the  specific 
software  and  hardware  necessary  to  cultivate  growth  in  your  special  needs  family  member  (even 
The  CooperCar,  when  appropriate!).  The  second  hour  will  focus  on  interaction,  between  RJ  and 
your  special  needs  family  member,  you,  and  any  other  family  members  you  wish  to  be  involved. 
RJ  will  try  different  software  and  hardware  ideas,  attempting  to  stimulate  significant  changes  in 
their  behavior,  learning,  communication,  and  understanding. 

You  will  leave  RJ's  Tech  Week  with  a new  motivation  and  knowledge  of  the  software, 
hardware,  methods,  and  materials  necessary  to  really  get  things  going  back  home. 


Also,  through  interacting 
with  hundreds  of  family 
members,  RJ  is  uniquely 
qualified  to  implement  just 
about  any  adaptive 
technology  with  the  special 
needs  family  member  and 
teach  other  family  members 
about  that  technology  and 
the  adaptations  necessary! 


Several  lodging  packages  arc  available,  but  space  is  very  limited  so... 

Call  or  write  for  a specific  brochure  on  RJ's  Tech  Week! 
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I have  lectured  at  over  500  facilities,  on  3 continents.  My  expertise  ranges  from  severe/profound 
to  mild  MR  or  LD.  Most  of  my  experience  is  with  children,  but  many  recognize  my  research  & 

developments  with  adults  also. 

Lectures/ workshops  take  a hot-seat,  hands-on  approach, 
where  members  of  the  audience  are  called  upon  to 
demonstrate  on-stage  equipment  during  the  workshop.  For 
each  period  of  lecture,  I request  an  equal  time  wc*VJng 
hands-on  with  individual  learners  and  staff,  demonstrating 
and  exploring  methods  and  materials,  and  adding  to 
everyone's  knowledge  base,  including  my  own. 

I’d  like  to  really  connect  with  you  and  your  learners! 


Topics  include: 

Adaptive  Mobiirty  tor  Youny  (^hildrcn: 

■Secrete  of  7 he  CwpcrCar  H4irl>LC\)mtminication  Skills  and 

A.ut^mcmativc  Cammunication  Training 

Making  the  Most  of  RJ's  Software 


Cause  & Effect  Software  & Hardware: 


Multimedia  and  Special  Needs  Software  Authoring 

Please  call  or  write  for  fees  and  scheduling. 


king  Your  Most  unaiiengin 
Learners  Successfui 


This  arm  has  changed  the  way  I work 
with  switches.  Pictured  here  with  one  of  our 
simple  switches,  the  Magic  Arm  attaches 
securely  to  just  about  anything:  wheelchair 
tubing,  tables,  the  CooperCar  rollbar,  you 
name  it!  The  dial  at  the  elbow  tightens  all 
three  joints:  the  one  at  the  base,  the  elbow, 
and  the  switch  end.  And  when  it's  tight,  it 
REALLY  holds  everything  in  perfect  place. 
This  arm  is  infinitely  adjustable,  and  stays 
where  you  put  it.  Talk  about  perfect 
positioning. ..YES!  You  can  attach  any 
switch,  joystick,  or  SAM  to  its  end-plate. 


$200  as  pictured  above 


1 realize  the  cost  of  tlie  'real'  Magic  Arm  may  be  prohibitive,  so  1 urn 
al.so  making  available  its  little  hrother,  the  Artieulatetl  Arm.  It,  also,  is 
infinitely  llexible.  hut  has  three  knobs  to  tighten,  versus  one.  and  is  not 
quite  as  strong  as  the  Magic  Arm.  $1(X)  with  .Super  Clamp. 
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Now  you  can  plug  your  switch(es)  into 
our  Switch- Adapted  Mouse  (SAM) 
device  for  your  PC  or  Mac  for  a variety 
of  purposes! 

1 ) Operate  all  special  needs  software 
that  can  be  operated  by  a mouseclick 
(like  ours!)  or  simple  keystroke(s). 

2)  Access  all  regular  software,  like 
that  from  any  computer  store!  The 
switch-user  does  all  the  clicking  of  the 
mouse,  through  SAM,  while  you 
move  it.  This  turns  anv  computer 
activity  into  great  cooperative  fun. 


3)  Allow  a person  with  gross-motor 
hand  (or  fine-motor  head  ) control  to 
move  the  mouse,  and  do  the  clicking. 


You  simply  plug  SAM  where  your 
current  mouse  is,  and  plug  your 
switch(es)  into  SAM.  A switch  plugged 
into  one  of  SAM's  3 switch  inputs  acts 
as  the  corresponding  button,  function 
(click,  double  click),  or  defined 
keystroke[s].  The  middle  button  is  a 
useful  drag-lock. 

I also  make  SAM  as  a joystick.  It  also 
has  a click,  double  click,  and  drag  switch 
inputs.  I've  seen  this  joystick  really  change 
lives!  When  you  push  the  stick,  the  cursor 
does  not  go  flying,  no  matter  what  the  user 
does.  It  simply  moves  in  that  direction  at  a 
given  speed,  controllable  by  the  supervisor 
from  a switch  underneath.  1 recommend 
mounting  SAM  to  a CooperCar  arm,  tor 
optimal  positioning. 
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PC  or  Mac  - $ 1 20  Add  $20  for  a simple  switch. 

PC  users  - you  MUST  specify  serial  (9  pin)  or  PS/2  (round)  connector  for  the 
SAM-TRACKball.  SAM-JOYstick  plugs  into  your  joystick  port,  usually  found  on 

your  sound  card. 

( Remember,  please  add  10%  for  shipping  and  handling) 


Designed  to  teach  1-1 
correspondence  (between 
cause  and  effect),  this  disk  uses 
large,  colorful  graphics, 
auditory  feedback,  and  plenty 
of  high  quality  digitized 
speech.  Each  activation  adds 
another  part  of  a scene  to  the 
picture.  You  can  take  a trip  to 
the  Beach,  Breakfa.st  table. 
Park,  or  Zoo. 


Availability:  Apple  ll-now;  Mac  & Windows  - winter,  95/96. 
Works  with:  keyboard,  switch,  Touchwindow 


A recreational  disk 
that  you  can  also  use 
to  teach  about  the 
body.  The  learner 
scans  and  chooses 
body  parts,  from  a fun 
selection,  to  assemble 
a human  being  of  their 
choosing.  You  can 
then  print  out  the 
body  or  face  in 
several  ways. 


Peggy  Morrison,  a speech/  language  pathologist  friend  of  ours  originally  authored  BodyBuilder.  We 
combined  this  with  Looney  Goonie.s,  a face  building  program,  that  Bryan  (see  top  of  page  2)  wrote 
years  ago.  RJ  then  put  his  special  touches  on  them  while  adding  high  quality  speech,  talking  menus, 
etc. 


Availability:  Apple  - now;  Mac  & Windows  - winter,  95/96. 
Works  with:  keyboard,  switch.  Touch  Window. 
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Point  To  Pictures  (FTP  for  TouchWindow  or  pointing  devices) 

Picture  Scanner  (PS  for  switches)^  and  the  RJ  Clip  Art  Disks 


To  learn  about,  and  use 
pictures  for  communication, 
these  are  some  of  the  only 
materials  available  that 
focus  on  real,  available. 
things.  Using  the 


communication  or  'You  Find' 
modes,  you  choose  groups 
of  pictures  with  which  the 
learner  will  interact, 
from  the: 


i 


RJ  CiipArt  Disks  (these  each  require  either  PTP 
or  PS):  Letters,  Numbers,  Shapes,  Toys  & Adult 
Appliances,  Mayer-Johnson  (MJ)  Picture 
Communication  Symbols  (PCS),  Things  (misc. 
immediate  reinforceables) 


* To  present  early  academics  at  the  most 
basic  level,  use  PTP  or  PS  with  the  Letters, 
Numbers,  or  Shapes  RJ  ClipArl  Disks.  You 
choose,  from  a great  variety,  which  concepts 
the  learner  practices. 


Availability:  Apple  II  • all  disks  now  available;  Mac  & Windows  - winter  '95-96 
Works  with:  PTP  can  use  the  TouchWindow  (on  the  monitor  or  horizontally,  on  a surface). 
Power  Pad,  or  any  other  touchpad  that  can  produce  the  numbers  1 -9  (like  a Concept, 
Intellikeys,  or  Unicorn  alternative  keyboard).  PS  uses  1 or  2 switches. 


Remember,  with  PTP  and 
PS  you  can  author  specific 
lessons  for  your  learner, 
choosing  only  those  pictures 
that  are  personally 
motivating  for  him/her, 
from  the  included  or 
optional  RJ  CiipArt  disks. 
Each  item  on  a CiipArt  disk 
has  high  quality  digitized 
speech,  and  colorful 
animations 
designed  to  be 
functional  and  fun! 


experimenting  with  a power 
chair!  This  disk  starts  at  a 
very  early  motor  and 
cognitive  level,  and 
progresses  thru  9 activities  of 
increasing  challenge.  We 
know  of  no  other  program 
that  trains  joystick  skills  like 
this  one. 


If  you  look  at  page  1 1,  you  will  see  my  new  SAM  joystick,  which  controls  the 
cursor  (arrow)  just  like  a mouse!  With  this  great  device,  you  are  able  to  operate  all 
remilar  software.  There  are  many  simple  regular  titles  that  really  lend  themselves 
to  early,  intermediate,  and  advanced  joystick  control.  You  may  use  any  of  these 
commercial  products  with  SAM-Joystick.  Please  call  for  more  details.  I'd  love  to 
discuss  this  with  you  and  get  your  feedback. 

Internet:  Point  your  browser  to  <http://www.rjcooper.com>  and  visit  our  pages  on 
the  World  Wide  Web!  Be  sure  to  download  RJ's  Movie  Viewer  so  you  can  view  the 
programs  available  there.  It's  almost  like  being  in  an  arcade.  I'll  be  working  on 
some  pseudo-Virtual  Reality  navigation  through  my  pages,  so  I hope  I see  you 
there! 


The  way  that  1 prioritize  my  developments  is  by  feedback  from  you.  If 
you  want  a project  completed  faster,  don't  be  afraid  to  bug  me  (call  or 
write).  When  I know  a product  is  really  needed,  I work  harder  and  I 
prioritize  that  project.  So  take  advantage  of  this  direct  link  to  a developer 
and  .stay  in  touch! 


Availability:  Apple-now;  Mac  and  Windows  - summer,  95 
Works  with:  SAM-Joystick  (see  page  11) 


RJ  Cooper  & Assoc. 
24843  Del  Prado  #283 
Dana  Point,  CA  92629 
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Tumbb  Forms” 

Enhanced  Feeder  Seat™ 

You  rely  on  Tumble  Forms  for  a 
complete  line  of  original,  quality 
pediatric  products.  That’s  why 
Tumble  Forms  has  enhanced 
the  original  Feeder  Seat  with  an 
anti-thrust  seat  that  increases 
the  Feeder  Seat's  capatKiities... 
without  raising  the  price. 

delusive  to  small  and  medium 
Tumble  Forms  Feeder  Seats,  the 
anti-thrust  feature  stabilizes  the 
pelvis  to  enhance  positioning.  And 
. like  the  original  Feeder  Seat,  the 
enhanced  Feeder  Seat  is  ideal 
for  feeding,  learning  activities  or 
resting  with  a chair,  stroller,  on  a 
parentis  lap  or  the  floor. 

The  contoured  seat  interior  has 
90°  seat-to-back  relationship 
..for  posturally  correct  seating; 
fi^oulder  straps  adjust  to 
v;kccommodate  children  of 
different  heights.*' 
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SPECIAL  ADVERTISING  SUPPLEMENT 


MOVE  International 

Giving  children  independent  mobility  and  choices 


MARKUS  SMITH 

Working  towardn  dream 

I arkus’  physical  therapist,  Darron  Veh, 
called  me  in  October  of  1994.  He  wanted 
to  “try  something  different”  with  my  son. 

Markus  is  10  years  old  and  has  cerebral 
' palsy.  We  had  "tried”  many  different 
things  to  improve  his  motor  abilities,  but  Markus 
had  made  little  progress  in  the  last  several  years. 

Markus  could  stand  in  a prone  slander,  but  hated  it 
He  could  wheel  himself  slowly  and  erratically  in  his 
wheelchair,  but  required  assistance  to  travel  any 
distance.  His  poor  vision  made  motorized  mobility 
risky.  What  type  of  experiment  were  we  going  to 
subject  Markus  to  this  time? 

Darron  introduced  us  to  MOVE  and  the  Gait 
Trainer  and  Mobile  Slander.  Markus  loved  the 
stander  and  was  immediately  able  to  wheel  himself  around  in  an  upright 
position.  Markus  then  tried  the  Gait  Trainer.  He  stmggied,  but  couldn’t 
quite  get  it  moving.  As  a team,  we  discussed  which  piece  of  equipment 
Markus  should  work  with.  We  decided  to  work  with  the  Gait  Trainer 
because  it  would  provide  more  room  for  improvement. 

Markus  initially  required  every  prompt  on  the  Gait  Trainer  and 
assistance  to  make  it  move.  These  struggles  in  the  school  hallways 
produced  benefits  far  beyond  the  physical.  Markus’  schoolmates  stopped 
to  encourage  him.  A class  of  eighth  graders  gave  him  a spontaneous  ova- 
tion. Teachers  and  students  encouraged  Markus  and  applauded  his  every 


little  success.  His  self  confidence  began  to  grow. 

A year  ago,  Markus  told  a doctor,  “My  greatest 
IK^  is  to  walk  someday.”  He  was  now  taking  his 
first  steps  toward  this  dream. 

After  ^ tour  rnonths,  Markus  is  able  to  walk  30 
to  40  niinutes  a day  in  hto  Gait  Trainer,  tor  distances 
of  up  to  a half  a mile.  He  now  requires  only  the  tore- 
ami  suppoito  and  one  leg  prompt  He  still  has  trouble 
control^  his  direction,  but  the  povver  is  all  his. 

Markus  has  moved  out  of  a wheelchair  desk, 
and  into  a “regular”  desk.  He  said,  “I  love  having  a 
desk  like  the  other  kids.  I can  get  my  own  books 
and  pencils  and  that  other  stuff.”  Even  Markus’ 
wheeled  mobility  has  improved.  His  wheelchair 
speed  has  tripled,  and  he  now  wheels  himself 
around  the  school  completely  independently. 

My  husband,  Michael,  has  alwa^  felt  Maikus 
could  walk  if  we  could  find  the  right  equipment  to 
give  him  the  support  he  needed.  We  finally  found 
the  equipment  and  the  approach.  We  look  fonrvard,  with  anticipation,  to 
seeing  what  Markus  can  accomplish  next. 

-Gilda  Smiih,  with  Darron  D.  Veh 

Markus  Smith  is  a third  grade  student  at  Nickerson  Eiementary  Schooi 
in  Nickerson,  Kansas. 

DarmnD.  Veh,  R I,  is  a physical  therapist  with  Reno  County  Education 
Cooperative,  which  provides  special  education  services  to  Nickerson 
Elementary  School  students. 


For  more  information,  contact: 

MOVE  International, 

City  Center,  1 300  1 7th  St., 

Bakersfield,  CA  93301  ; 

(800)  397-6683 
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Rifton  provides  equipment 

TO  SUPPORT  THE  MOVE*  PROGRAM 

Call  800-374-3866 


^ rOK  Pfonx  WITH  DtSAMimB 


PO  BOX  901,  RIITOli  NY  12471 

* The  MOVK  cwrkttliM  N ctwHghM  By  the  K«ra 

aii4  lleeiiM^  to  MOVN  IfAcnMi^^ 
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Grandparents  Have  Special  Needs,  Too  by  Jane  Johnson. 

A Minnesota  community  creates  a network  of  support. 

“Normal” — k Grandmother’s  Point  of  View  by  Diane  Bennett.. 
“Mackenzie  came  into  my  life  and  changed  everything.  ” 
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Cover  "Not  a creature  was  stirring,,," 
Each  year,  “Papa"  Norman  Janson  reads 
his  four  grandchildren  a story  on  Christ- 
mas Eve;  it  helps  them  pass  the  time 
between  eating  dinner  and  opening  their 
gifts!  Surrounding  Papa  are  (from  left) 
Ellen  Moore.  4.  Tommy  Moore,  11. 
“Nonie"  Jackie  Janson,  Stephen  Moore, 
2,  and  Jimmy  Moore,  13,  tommy,  v/ho 
has  moderate  mental  retardation,  loves 
spending  time  with  Papa  and  Nonie— as 
does  the  whole  family.  Read  about  the 
special  bond  between  Tommy  and  his 
grandparents  in  Susan  Moore's  Readers 
Talk  article,  "Papa  and  Nonie," 

Tommy,  Ellen,  Stephen  and  Jimmy 
live  with  their  parents,  Susan  and  James, 
in  Black  Jack,  Missouri.  Papa  and  Nonie 
live  about  a half  hour  away  in  Normandy, 
Missouri.  Photo:  Dean  Benge/Shutter- 
Bug  Photos. 


Stanley  0.  Klein,  Ph.D. 
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Happy  Holidays! 

As  we  come  tx>  the  end  of  a busy  and  exciting  year,  all  of  us  at  Exceptionai.  Parent 
would  like  to  extend  our  best  holiday  wishes  to  all  our  readers.  This  issue  is  filled 
with  moving  letters  and  stories  from  our  most  reliable  resources  for  editorial  wis- 
dom— parents.  While  more  and  more  professionals  are  becoming 
regular  readers  of  the  maga2dne,  it  is  the  energy,  dedit'ation  and 
feedback  of  parents  that  has  always  sustained  us. 

Families 

Readers  Talk  continues  to  be  a wonderful  resource,  in  which  many 
readers  have  participated.  In  this  issue,  as  in  so  many  others,  the 
Readets  Talk  stories  and  other  reader  articles  inspire  us — their 
creative  efforts  energize  other  readers — parents,  professionals  and 
people  with  disabilities. 

Readers'  stories  and  letters  often  relate  feelings  of  being  “cheated” 
and  angry  when  faced  with  the  unexpected  responsibilities  of  parenting  a child  with  dis- 
abilities or  special  health  care  needs.  Later,  parents  may  feel  guilty  about  these  initial  reac- 
tions. Perhaps  that  guilt  will  diminish  with  the  knowledge  that  such  difficult  feelings  and 
thoughts  are  normal,  healthy,  mature  and  human  reactions  for  parents,  grandparents,  sib- 
lings and  other  family  members.  Although  reading  some  of  these  letters  and  stories  can 
raise  troubling  feelin^-nio  matter  how  much  “ejqperience”  any  reader  may  have — shar- 
ing these  feelings  can  be  empowering  Tbgether  we  can  validate  the  challenges  and  joys 
we  regularly  confix)nt;  we  can  cheer  each  other  on  throughout  every  year. 

The  love  of  a family  is  a unique  “natural”  resource,  growing  even  as  it  is  shared.  People 
concerned  about  modern-day  “family  values”  would  do  well  to  read  about  the  heroes  of 
this  issue — grandparents,  cousins  and  other  members  of  “extended”  families.  Although 
families  may  be  separated  by  emotional  or  geographic  distance,  family  members  can  find 
ways  to  provide  love  and  support  to  children  with  disabilities  and  their  parents. 

We  were  especially  pleased  to  discover  support  gioups  for  grandparents  at  PACER, 
a Parent  Training  and  Information  center  in  Minnespolis,  Miimesota  In  reaching  out 
to  grandparents,  PACER  breaks  new  ground  and  provides  a model  for  other  conunu- 
nities.  We  are  interested  in  learning  about  other  programs  for  grandparents  and  great- 
grandparents,  including  those  who  are  geographically  separated  ftom  their  families. 

Words  and  Worries  from  Washington 

It  is  hard  to  know  what  Congress  will  do  next  regarding  Issues  such  as  the  hmding  of 
Medicaid  or  the  reauthorization  of  the  Individuals  with  Disabilities  Education  Act 
(IDEA).  We  are  therefore  pleased  to  share  Senator  Bill  Frist’s  (R-TN)  remarks  on  the 
progress  of  the  reauthorization. 

During  the  second  half  of  this  year,  we  liave  presenter!  sevei^  aitk’les  fram  key 
Adminstration  and  Congressional  Icadeis.  We  will  continue  our  efforts  in  1996,  confident 
that  before  Election  Day  next  November,  we  will  be  able  to  publish  wliat  tiie  mqjor 
Presidential  candidates  liave  to  say  about  topics  that  are  relevant  to  i^eople  with  disabili- 
ties and  their  families— just  as  we  have  done  each  election  year  since  1972. 

Estate  Planning 

At  a time  of  year  when  we  take  stoc’k  of  our  lives  and  cautiously  look  to  tlie  future, 
we  are  initiating  a new  reguhu*  department  on  estate  planning.  Wc  ai'e  eager  for  <jues- 
tions  from  readers  that  can  be  addressed  through  this  new  department. 

Our  Silver  Anniversary 

In  1996,  Exn:inioNAL  PAiiKN'r  will  be  25  years  old!  Wliile  it  is  luilikely  we  will  find  a w'ay 
to  mail  each  reader  a piece  of  biithday  cake,  each  issue  (iuring  tiie  year  will  celebrate 
this  milestone — l>egiuning  in  January  with  om  Annual  Resour(*e  Guide,  the  most  conv 
prehensive  in  our  history.  We  lue  immeisetl  in  gathering  information  for  the  Guide  and 
maldng  sure  it  is  presented  accurately.  Wo  have  already  contivted  hundrc'ds  of  gi'oups 
and  want  to  thairk  everyone  involved  for  their  helpful  participation.  , 
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The  Friendly  Skies 

Congratulations  on  your  publication 
of  the  article  entitled  “The  Friendly 
Skies”  (August  1995).  The  public 
needs  to  leam  about  the  host  of  avail- 
able charitable,  long-distance  air  med- 
ical transport  options. 

Unfortunately,  the  sidebar  listed 
only  some  of  the  nearly  30  volunteer 
pilot  organizations  providing  this  type 
of  service.  And  because  the  article 
focused  only  on  those  organizations 
providing  services  to  medically  stable 
individuals,  readers  might  not  realize 
there  are  at  least  three  charitable  air 
ambulance  organizations  that  provide 
in-flight  medical  support 

Actually,  there  is  no  practical  way 
you  could  mention  all  organizations — 
nor  in  any  way  keep  up  with  where 
they  will  fly  and  under  what  circum- 
stances. That  is  why  the  Air  Cai  e 
Alliance,  an  umbrella  organization 
committed  to  assisting  and  publicizing 
all  known  charitable  air  medical  orga- 
nizations, maintains  a 24-hour,  toll- 
free  hotline  (800/296-1217).  One  call  to 
this  munber  can  provide  referrals  to 


ail  known,  2q[)propriate  forms  of  med- 
ical air  transport. 

Thanks  again  for  running  this  story. 
One  of  our  greatest  challenges  is  get- 
ting the  word  out  to  those  who  need 
these  services. 

Edwai'd  R Boyer 
Executive  Vice  President 
Air  Caw  Alliance 
Manassas^  Virginia 

Respecting  Choices 

I was  alarmed  and  dismayed  by  the 
article  “Common  Questions  About 
Inclusion"  (September  1995).  Authors 
Dorothy  Kerzner  Lipsky  and  Alan 
Gartner  claim  strong,  positive  support 
for  inclusion  from  a few  favorable 
research  studies,  but,  in  my  opinion, 
the  authors  raise  many  more  ques- 
tions than  they  answer.  How  can  any 
study  make  a generalization  about 
what  is  ^appropriate  for  all  children 
when  disabilities  vary  so  widely?  Are 
these  studies  even  relevant?  Do  we 
parents  need  studies  to  tell  us 
whether  inclusion  works  or  doesn’t 
work  for  our  children? 


Some  of  us  have  children  who  are 
medically  fragile.  Others  have  chil- 
dren whose  nervous  systems  cannot 
handle  noisy  environments  or  whose 
academic  progress  requires  special- 
ized instruction.  Special  education 
was  created  to  meet  special  needs 
such  as  these.  Let’s  not  throw  out  the 
baby  with  the  bath  w^ater.  Of  course, 
full  inclusion  may  be  the  best  option 
for  some  children,  but  parents  must 
unite  against  it  becoming  the  only 
option  left  for  any  child. 

Last  year,  a teacher  in  our  school 
district  taught  a workshop  entitled 
“Making  Inclusion  Work  for  AH 
Children.”  Fm  sure  this  woman  had  no 
idea  that  what  her  workshop  proposed 
was  a violation  of  the  Individuals  with 
Disabilities  Education  Act  (IDEA), 
which  guarantees  that  a full  continuum 
of  placement  options  be  available 
so  each  child  can  be  provided  with 
an  Individual  Education  Plan  (ESP) 
based  on  his  or  her  special  needs. 
Unfortunately,  fiiil  inclusion  seems  to 
I be  a political  movement  driven  by  peo- 
j pie  who  mistakenly  see  it  as  an  i&sue  of 
continued  ow  page  6 
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Lightweight  Portability  Solves 
Transport  Problem 

ConvaiJ's  buggies  are  the  answer  tor 
mi>ms  and  kids  on  the  go.  Long  known 
tor  their  patented  folding  design,  they 
told  with  all  positioning  adaptatii>ns  in 
place.  Moms  can  easily  lift  and  store  the 
buggies  in  a car  trunk.  Great  tor  indoor 
or  outdoi>r  use.  Circle  # 209 


Full  Range  of  Accessories 

A choice  of  up  it'  twenty  options  on 
Com  aids  buggies  includes  a transparent 
detachable  tray,  made  ot  unbreakable 
Lexan",  and  a detachable  canopy  tor 
shade  and  protection  from  the  elements. 


New  BusA^an  TiC'Down  Models 

Now  a\*ailable,  the  Cruiser  Transports,  a 
new  bus/van  tie-down  buggy  line  from 
Con\  aid,  successfully  crash  tested  at  30 
MPH,  20g  decel  in  a forward-facing 
configuration  with  up  to  170  lb. 
dummy,  using  a Q-Straint  (with 
positi\'e  lock)  tie-down. 


Good  Looks,  and  Custom 
Comfort  Make  Kids  Smile 


Con\^aid  s EZ  Rider  makes  transport  easy 
and  tun  with  six  colors,  sc\'eral  sizes  and 
e.\tensi\e  adjustability.  circle  # 210 


Convaid  contitiues  to  add  to  its  broad 
range  of. p^tioning  buggies  to  fit  any  age, 
any  she  and  most  tight  budgets.  Choose 
from  the  Cruiser  line  with  its  many 
different  positioning  accessories,  the  EZ  . 
Rider  with  its  quick  folding  design^  or  any 
of  Convaid's  compact  folding  biggies.  Hus  ? A 
we  offer  the  Cruiser  Transport  line,  a 
bus/van  tie-down  successfully  tetud  with  ^ 
up  to  a no  lb.  dummy. 

All  Convaid  buggies  feature  our  patented 
folding  design  which  eliminates  slump  and 
the  h^rd  of  accidental  folding.  Iiwigiy. 
the  possibilities, 

^ JtuSA.  Fiw  Year  W'orrflmv. 
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Building  A Brighter (ratiire 


For  more  than  60  years.  Heartspring  has  helped  children  with 
disabilities  build  brighter  futures  for  themselves. 

Now,  Heartspring  is  ready  to  build  an  entirely  new  $12  million 
campus  to  continue  serving  those  special  children.  Pictured  above  is 
the  Heartspring  School,  just  one  of  the  many  buildings  tailor-made 
to  meet  their  requirements.  Other  facilities  include  six  comfortable 
student  homes,  specially  equipped  classrooms  and  therapy  rooms,  a 
recreation  center,  and  also  a staff  training  facility. 

Through  the  years,  caring  Heartspring  professionals,  working  in 
interdisciplinary  teams,  have  developed  successful  programs  to  meet 
the  very  special  needs  of  each  child. 

This  year,  Samantha  learned  that  self-injurious  behavior  wasn’t 
necessary  to  communicate  her  dislikes;  she  learned  there  were  better 
ways  to  communicated  Daniel  learned  to  communicate  his  thoughts 
and  ideas  through  a combination  of  picture  boards,  sign  language, 
and  computer  technology.  And  the  list  goes  on. 

If  you  know  a 
child  who  might  bene- 
fit from  Heartspring’s 
programs,  or  if  you 
would  like  to  know 
more  about  the  new 
campus,  call  today. 

Together  we  can  build 
a brighter  future  for 
your  child. 


Photo  courtesy  of  MadeUnc  McOiltou^  and  Rk  Wolford 


^ HETOPRINC 

A lifeskills  learning  center 

2400  JARDINE  DRIVE  ♦ WICHITA,  KANSAS  67219-4699 

1-800-835-1043 
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dvil  rights,  rather  than  education. 

Don’t  get  me  wrong;  1 support  full 
inclusion  for  any  child  with  disabilities 
who  can  leam  in  a regular  education 
classroom  with  appropriate  supports. 

I wish  with  all  my  heart  my  child  was 
one  of  those  children! 

My  son,  Andrew,  who  has  pervasive 
developmental  disorder  (FDD),  is  an 
‘included  person”  in  our  commimity, 
in  our  family  and  at  his  school,  where 
I have  struggled  to  obtain  a special 
program  for  him  in  a school  district 
with  a “one-size-fits-all”  approach  to 
education. 

Andrew  now  spends  70  percent  of 
his  time  in  a self-contained  classroom 
and  the  rest  of  the  time  with  a regular 
first  grade  class.  Full  inclusion  is  the 
most  restrictive  emoronment  for  my 
son.  Often,  in  his  regular  classroom, 
Andrew  becomes  extremely  anxious 
when  he  cannot  understand  the 
material  being  presented.  When  over- 
whelmed, he  “tunes  out”  by  talking 
loudly  to  hinxself,  flapping  his  hands  or 
reaching  out  aggressively  at  other  chil- 
dren. “Esce^  behaviors,”  as  they  are 
commonly  called  by  teachers,  mean 
exactly  that — “get  me  out  of  here!” 

In  contrast,  Andrew  happily  joins 
“circle  time”  in  his  self-contained 
classroom.  He  enthusiastically  partici- 
pates in  a calendar  activity,  sings 
songs  he  knows  and  works  on  identi- 
fying his  full  name  written  on  a card. 
We  know  that  our  child’s  integration 
into  a regular  classroom  must,  be  veiy 
gradual  and  based  on  his  abilities,  not 
on  administrator’  desires  to  cut  costs. 
Some  children  may  have  the  potential 
to  move  out  of  a special  education  set- 
ting only  if  we  address  their  special 
needs  early  and  aggressively. 

Inclusion  does  not  have  to  be  an 
either-or  situation.  Many  schools  are 
trying  progressive  approaches  such  as 
team-teaching,  which  combines  spe- 
cial education  and  regular  education 
classes,  or  reverse  mainstreaming,  in 
wliich  regular  education  students  inte- 
grate special  classrooms.  These  and 
! other  creative  approadies  can  make 
j speciiU  education  students  an  integral 
] part  of  regular  school  life  witliout 
I forcing  full  inclusion  on  everyone. 


I 
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Authors  Gartner  and  Lipsky  report 
that  a 1995  study  of  inclusive  educa- 
tion progranis  done  by  their  center, 
the  National  Center  on  Education 
Restructuring  and  Inclusion  (NCERI) 
at  The  City  University  of  New  York, 
demonstrates  that  . .school  districts 
across  the  country  are  successfully 
educating  students  with  ail  types  of 
disabilities — at  all  levels  of  severity — 
in  inclusive  classrooms.” 

I would  ask  these  authois  to  think 
about  the  audience  for  whom  they 
are  writing:  We  are  die  pai'ents  in  the 
trenches  fighting  batdes  with  insensi- 
tive systems.  We  are  fully  citable  of 
assessing  our  children's  programs. 

I We  don’t  need  a study  to  tell  us  that 
inclusion  is  working  so  we  can  go 
bac*k  to  sleep  and  put  our  trust  in 
school  boards  and  administrators. 

Authors  Gartner  and  Lipsky  write 
that  parents  should  make  decisions 
about  inclusion  based  on  “. . .the  law, 
an  understanding  of  relevant 
research  and  the  family’s  values.” 

I would  reply  by  saying  that  this  is 
not  a “fanuly  values”  Lssue.  Or  maybe 
it  is.  In  our  family  we  value  respect  for 
life  and  respect  for  the  individual 
needs  and  differences  of  every  human 
being.  I want  for  my  son  what  all 
parents  want  for  their  clrildren — ^that 
he  reaches  his  full  potential,  whatever 
that  potential  may  be. 

J.U.y  California 

■ I just  want  to  commend 
Exc'KTOonai.  PAirKNT  for  impartially 
presenting  both  sides  of  such  compli- 
cated and  emotionally-charged  issues 
as  inclusion  and  residential  care.  You 
imderstand  that  no  single  answer  is 
right  for  every  child  and  family. 

Tkke  inclusion,  for  example — ^inclu- 
sion is  great  in  theory,  but  in  real  life,  it 
is  not  always  the  best  alternative.  You 
can’t  siiy  “all  kids  with  distibilities”  any 
more  tlian  you  am  say  “all  i>eople 
with  epilepsy,”  “all  women”  or  “all 
wliites.”  We  are  all  individuals  and 
should  be  treated  as  such. 

I applaud  the  decision  of  Jill 
Chest ei'-Haney  of  Ontario,  Ciilifomia 
(“A  Lesson  from  the  ‘Inclusion 
People,’”  September  1995)  to  place 
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her  child  in  the  school  she  believes 
best  meets  his  needs.  Jill  knows 
what  is  best  for  her  child,  and  no  one 
should  challenge  her  wisdom. 

Inclusion  should  always  be  available, 
but  it  is  not  always  right. 

D.E.,  Califotim 

■ We  had  submitted  a Readet'S  Talk 
piece  for  the  September  issue 
entitled  “Tire  Politics  of  Inclusion: 

One  Family’s  Journey.”  Although  we 
were  disappointed  that  our  story 
was  not  published,  we  were  very 
pleased  with  that  issue’s  coverage  of 
topics  related  to  education.  The 
articles  were  excellent  and  the 
Readei's  Talk  pieces  provided  a bal- 
anced view  of  inclusion. 

We  are  currently  fighting  the  New 
York  City  Board  of  Education  to  get 
inclusion  for  our  son,  so  we  really 
appreciate  your  coverage  of  this  topic. 
We  are  sure  that  the  September  issue 
of  the  magazine  has  helped  parents 
become  more  knowledgeable.  I know 
it  has  given  those  of  us  “in  the  heat  of 
the  battle”  the  strength  to  pursue  our 
vision,  knowing  that  we  are  not  alone 
in  the  struggle. 

L.L.  & 5.A.,  Ncnv  Yoik 

“Genetic  Counseling” 
Clarification 

1 was  pleased  to  be  interviewed  for 
“Genetic  Counseling:  Part  Two” 
(September  1995).  The  article 
concerns  a subject  about  which  it  is 
increasingly  important  to  be  well- 
infonned,  as  the  boundaries  of  genet- 
ic knowledge  expand  rapidly. 
However,  I would  like  to  clarify  and 
correct  my  comments  as  quoted. 

I was  disappointed  that  the  article 
omitted  the  essential  fact  that  I am 
the  proud  parent  of  a seven-year-old 
daughter  with  Down  syndrome. 
Haxing  a child  witli  Down  syndrome 
hits  led  me  to  reflect  on  the  meaning 
and  value  of  her  life  and  the  lives  of 
otliers  who  c;in  be  said  to  have  some 
sort  of  genetic  “defect."  My  parenting 
ex^periences  have  made  a significant 
difference  in  my  ixns|x'clive  on 
these  issues.  My  professional  experi- 
ences with  other  p<irents  and  chil- 

t cnnthnwd  on  payr  II 
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For  more  information  on  Apple' 
products,  contact  us  at  800-600-7808 
800-7S5-0601  (TTY),  or  on  the 
internet  at  apple\vdsg@  eworld.com. 
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HARD’S  Stockton’’’  'Age  Appropriate” Bed 
accommodates  your  child  with  the  safety 
and  convenience  you  would  expect  from 
the  nations  #l  manufacturer  of  hospital  cribs 
and  youth  beds. 

HARD’S  “Age  Appropriate”  Bed  includes  these  exclusive  features: 

• Available  in  a rainbow  of  colorful  epoxy  finishes 
and  laminate  colors  to  match  your  room  decor. 

• Currently  available  in  custom  sizes  to  accommodate  all  ages. 

• Hi-Lo  adjustment  for  convenience  and  safety. 

• Attains  all  orthopedic  and  comfort  positions. 

• Crib  type  safety  sides  are  close  to  the 
mattress  to  protect  arms  and  legs. 

If  you  would  like  information  about  how  onrfull  line 
of  beds  and  cribs  ivould  benefit  yonr  child,  as  u>ell  as 
localiny,  your  nearest  HARD  dealer. . . call  as  today! 
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"Exceptional  Parent  \s  the  - 
finest  publication  of  its  • 
kind  ..  it  is  must  . 
reading  for  all  those, 
with  a handicapped 
^ child.'  It  could  change 
their  lives.''  . • 

• ' Ann.  Landers, 


'•'1  highly  recommend-.  ■ ' L; 
Exceptional' Parent  . 
magazine  to' all  parents 
of  children  with 

disabilities."'  • 

■ .T.  Berry  Brazelton.M.D., 

. "Speaking  as  both  a ' ; 
magazine  publishing  ■ ■ 

e.xecutive  and  as  a fathei;  ■ 
of  a disabled  .child.  I 
'highly  recoicmend  • 
Exceptional  Parent  lor  its ' 
editing  and  selection  oi  . 
material,  and.  its  insights. 
Its  inforrriation  about  a, . 

. wide  variety  of  subjects  of 

■ .irfiportance  to-  parents,  .'■ 
and  Its-  inspirational  and 
emotionally  uplifting' 
content ...  I would  not 
miss  issue  ...  from  a 

'-'■man  wlio  reads  perhaps 
. . 100.  magazines  a.  month, , 
, that's  saying  a -lot"  . 
....  James  A.  Autry. 

' i • ■*.  ■ f 'V  *1 i 7,  I 

• . i e-V  .^<<■■•’0;: 


Ml'  ilu'  -iil'M  riptuMi  wiivr> 

. I"  mN"in,v;,  j■'Ti'.1MM.■.1li 
8l)0-2-l7-808Q.  . 


'XCEPTIONAL 


12 


Parenting 
Your  Quu) 

^ OR 

Young  Aoult 
With  A 
DiSABom 

S‘:'w  1577 


I A YEAR! 

YESim 

start  my  subscription  to  Exceptional  Parent  today! 

' J 1 year  (12  issues)  just  $28.* 

^ i 2 years  (24  issues)  just  $45.’ 

r ']  3 years  (36  issues)  just  $63.* 

IK  riit.‘.N.i»i/v  Vt».'r  I >4’  n-*  Vi«' 

! ] Check  enclosed  (use  separate  envelope)  J Bill  me  Date 

To  order  by  credit  card  call  1 -800-247-8080 
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Please  allow  4 - 6 weeks  for  delivery 
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Start  my  subscription  to  Exceptional  Parent  today! 

• 1 year  (12  issues)  just  $28.’ 

' 2 years  (24  issues)  just  $45.* 

I 3 years  (36  issues)  just  $63.* 
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Start  my  subscription  to  Exclitional  Parent  today! 
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2 years  (24  issues)  just  $45.* 

3 years  (36  issues)  just  $63.* 
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continued  from  page  7 
dren  also  inform  my  views  on  the 
importance  of  complete  and  accurate 
information  in  genetic  counseling. 

I am  concerned  that  my  statements, 
as  printed,  appear  unduly  critical  of 
those  engaged  in  genetic  counseling. 
Although  I believe  that  expectaiit 
parents  i&equently  receive  excessively 
negative  and  incomplete  infonnation,  I 
did  not  intend  to  imply  that  those  in  the 
field  are  uniformly  or  deliberately  negli- 
gent My  statement  about  the  informa- 
tion people  are  ^en  regarding  the  risk 
of  and  prognosis  for  heart  defects  in 
children  with  Down  ^drome  s^pears 
slanted  because  the  word  “often” 
appears  in  the  wrong  sentence.  In 
fact,  I said,  “People  are  told  that  30  to 
40  percent  of  children  with  Down 
syndrome  will  have  a heart  defect, 
which  is  accurate.  But  they  often  are 
not  told  that,  now,  most  of  these 
heart  problems  are  correctable.” 

I was  trying  to  make  the  point  that 
what  is  unsaid  can  be  as  important  as 
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what  is  said.  While  it  should  be 
assumed  tliat  any  professional  who 
provides  genetic  counseling  is  well- 
vcTsed  in  the  scientific  facts  concern- 
ing risk,  diagnosis  and  prognosis, 
parents  have  the  right  to  hear  more, 
especially  that  which  is  encouraging 
and  afiirming  Much  of  what  is  most 
significant  to  parents — the  “prognosis” 
for  their  child’s  future  life — cannot  be 
reduced  to  numbers  and  facts.  Those 
of  us  who  live  with  and  love  children 
with  disabilities  have  learned  that 
many  things  that  would  once  have 
seemed  unthinkable  or  unbearable — a 
diagnosis,  a procedure  or  an  obstacle — 
can  indeed  be  borne  or  overcome 
for  the  sake  of  our  children.  This 
knowledge  comes  most  surely 
through  personal  experience. 

Clinicians  may  need  to  be  more 
deliberate  in  dieir  efforts  to  stay  up- 
to-date  not  only  with  medical 
advances  (for  example,  the  availability 
of  successful  open  heart  surgery  for 


previously  inoperable  defects),  but 
also  with  the  waj's  in  which  children 
and  families  are  living  with  genetic 
conditions.  Ad\^ces  in  medical  care 
and  educational,  social  and  vocational 
opportunities  are  constantly  changing 
the  expectations  and  possibilities  for 
babies  bom  with  Down  syndrome  or 
a host  of  other  conditions.  In  addition, 
current  research  indicates  that  a child 
with  a disability  does  not  inevitably 
.have  a negative  impact  on  family 
functioning;  that  old  belief  is  mistakea 
Since  genetic  counselors  may  not 
have  the  opportunity  to  experience 
the  joy  that  accompanies  a long-await- 
ed first  word  or  the  daily  good-night 
kiss  of  a child  with  Down  syndrome,  I 
believe  it  is  beneficial  for  them  to 
work  closely  with  parent  groups  or 
other  resources  that  can  provide  this 
vital  perspective  to  prospective  par- 
ents faced  with  a most  challenging 
decision.  As  genetic  I'esearch  increas- 
es the  number  of  conditions  that  may 
continued  on  page  12 
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continued  from  page  U 
be  identified  before  birth,  there  Is  also 
an  increased  need  for  such  collabora- 
tion, along  with  open,  infon.  : ^ com- 
munication. No  one  can  offei  jjar- 
antee  on  a child’s  future,  but  a con- 
certed effort  can  present  a sketch  of 
the  possibilities  and  pitfalls,  as  well  as 
some  tools  for  adding  detail  and  vigor 
to  the  picture. 

Susan  Morse-Fortiet] 
Massachusetts 


Inspired  by ‘‘Karate  Kid^ 

‘The  Karate  Kid"  (Children's  Pagey 
October  1995)  was  a very  inspiring 
article.  Barry’s  karate  instructor  is  a 
beautiful  example  of  the  importance 
of  these  exceptional  human  beings  in 
the  lives  of  our  special  kids. 

We  live  in  Costa  Rica,  where  I spent 
many  months  looking  for  a preschool 
that  would  accept  and  ^predate  our 
two-year-old  daughter,  who  has  mild 


Ii  help  D child  recpier, 
me  pitep  relp  on 
some  highly  guilii’ed 


specioliits. 


When  a serious  injury  or  H'ness  brings  a child  to  Health  Hill  Hospital  for 
rehabititadon,  we  provide  best  specialists  possible.  Experts  in  every- 
thing from  respiratory  problems  to  cerebral  palsy  to  spina  bifida  to  seizure 
djsorders  to  head  injuries  to  feeding  disorders.  X Under  the  direction  of  a 
physician  specializing  in  pediatric  rehabilitation,  a therapy  program  is 
developed  for  each  child.  And  always,  the  team  will  include  a specialist  who 
has  a unique  role.  The  child's  A/lom.  Or  Dad.  Or  both.  Because  we  know 
the  importance  of  involving  family  in  the  entire  process.  And  because  were 
not  only  prepanng  children  to  go  home.  Were  preparing  their  parents  to 
care  for  them  once  they  get  there.  X Health  Hill  Hospital  For  Children. 
2801  Martin  Luther  King  Jr.  Drive,  Cleveland,  OH  44104.  216-721  -.5400. 


HEA1.TH  Hia  HOSPl  FAL  FOR  CHILDREN 


Helping  children  feel  better  while  they're  getting  better. 
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spastic  diplegia  cerebral  palsy.  Every 
place  I went  gave  me  a different  rea- 
son for  rejecting  her. 

Finally  I found  the  director  of  a small 
Montessori  school  who  not  only  want- 
ed our  dau^ter,  she  sought  us  out! 

This  woman  is  like  a hero  to  me.  Janie 
is  thriving  in  the  Montessori  school,  ai\d 
her  teacher  welcomes  communication 
between  us  in  ways  that  directly  benefit 
our  daughter.  In  these  times  when 
many  of  our  children’s  gains  are  being 
threatened,  such  exemplary  people  are 
especialty  valuable. 

B.M.y  HerediOy  Costa  Rica 

Understanding  Enuresis 

The  artide  “Understandircg  Enuresis" 
(August  1995)  should  have  mentioned 
that  diabetes  insipidus,  albeit  rare,  can 
be  a cause  of  enuresis.  An  under-diag- 
nosed disease,  diabetes  insq)idus  has  no 
cure.  If  not  properly  managed,  the  con- 
dition is  life-threatening,  due  to  either 
dehydration  or  water  intoxicatioa 

I know  this  because  my  seven-year- 
old  son  has  diabetes  insipidus.  He  is 
totally  defident  in  vasopressin  (the 
antidiuretic  hormone,  or  ADH)  and 
arginine,  the  main  amino  acid  precur- 
sor to  vasopressin. 

I have  met  many  parents  whose 
physicians  did  not  properly  diagnose 
their  child  or  reacted  skeptically  to  a 
diagnosis  made  by  another  physician. 
The  medical  community  needs  to 
learn  more  about  diabetes  insipidus. 
Diabetes  insipidus  is  not  the  same 
thing  as  insulin-dependent  diabetes. 
And  it’s  not  just  excessive  thirst  and 
urination;  diabetes  insipidus  means 
problems  with  fatigue,  body  temper- 
ature regulation,  behavior,  learning 
and  memory.  Yes,  America,  there 
really  is  another  diabetes! 

M.A.y  Maryland 

Editobis  Note:  The  Diabetes  Insipidus 
and  Rioted  Disorders  Network  (c/o 
Beth  Perryy  1622 185fh  St.y  Crestoriy  lA 
50801-8172;  515/782-7838)  is  an 
iitforrnal  nehwrk  of  families  and 
individuals  affected  by  this  condition. 
The  network  publishes  an  (xxxisionol 
netvsletler  and  can  help  parents  of 
children  with  diabetes  insipidus 
contact  one  other. 
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. their  products  as  the  benchmark  for 
International  Personal  Mobility.  Now,  with 
the  intiodudkm  of  flw  exduave  dectro- 
mech^cal  kneeling  systent,  the  Braun 
Entervim”  offers  a new  levd  of  rdiable 
mot^lify. 

The  electromechanical  non-air  kneeling 
systm  automatically  lowers  the  rear  of  the 
vehide  while  the  docv  is  opening  This 
design  utiHzes  Chrysla:  coil  ^xings  in^d 
of  «^gs,  end  automaticaify  returns  to 
nonnal  dtiving  height  vdten  the  door  doses 
w when  the  vehk^  is  taken  out  of  path. 

Even  in  tfte  event  of  electrical  failure,  the 
mechanical  override  will  return  die  vdtide 
horn  the  kneeled  podtioa 
Braun  has  a large  selection  of  Entervans'  in 
stock,  converts  and  ready  for  delivery. 

Gill  i-BOO-THE  fJFT  for  more  information 
and  the  All-Star  Distributor  nearest  you. 

TV  Bntitn  CorpvnHoti  h the  ManathfMi  Imkr  M mMHy  fftWudf . With  fiHtr  4Msk>n$  tmi » wortthpide  AU-SUr  CH$tHhuicr 
ndwork,  we  trt  potHioned  fo  prwide  the  tfvipnumi  tmd  mvkt  you  need.  Oitr  emtititment  h wtHefeetkm  k ik» 

0Mf  Tkm-Ym  Wdrr^Fm  UmtUd  Wtm^.  ShnpHf  adt  t^dOO-^THB  UFffer  Hte  Hemm  Att-Shir  tmmi  yM. 


No  matter  vdiat  your  needs,  Btatm  has  a 
mobility  system  designed  for  yoa  The  ori,^' 
ginal  Uft-A-Way*  pl^ifonn  lift  is  a icMde 
perftxmo'  proven  with  oytf  twO  decades  of 
use.  For  greater  ambulafbiy  and  cargo  at^, 
we  offer  the  Sv^-A-Wa^.  The  lift-A-Way 
D/(?  roimds  out  Braim's  lift  selection.  And, 
for  the  persrm  vdu  bans^,  the  Braun  Chair 
Topp^  oonveniendy  stores  a conventional 
folding  whedchair  out  of  your  way. 

The  nratin  Corporaiirm.  Mobdi^  at  its  best 
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“Providing  Access  to  the  World'  , 
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Leg  Braces  and  Ripped  Clothing 

My  six-year-old  daughter,  Maria,  was  bom  with  spina 
bifida.  We  live  in  South  America,  but  we  bring  Maria  to 
Boston  every  year  to  see  her  doctors. 

With  leg  braces  (reciprocating  gait  orthoses,  or  RGOs) 
and  a walker,  Maria  is  now  walking  very  well.  However, 
her  walking  has  led  to  a problem:  Maria,  who  is  very  fash- 
ion-conscious, likes  to  dress  up  every  day  to  go  to  school, 
but  she  rips  and  destroys  her  clothing  when  the  material 
gets  caught  between  her  braces  and  the  walker. 

This  probably  sount^  like  an  insignificant  problem,  but 
Maria  doesn't  have  one  piece  of  clothing  that  is  not  ripped. 

I don't  know  of  any  other  children  in  Cali,  Colombia  wlio 
use  leg  braces  and  walkers.  I would  really  like  to  hear 
from  other  parents  who  can  share  their  experiences  con- 
cerning little  girls,  dresses,  leg  braces  and  walkers.  I 
believe  it  is  very  important  for  parents  to  be  in  touch  with 
others  who  have  children  with  the  same  kind  of  disability, 
so  we  can  share  both  simple  and  complicated  ej^riences. 

M.Ry  Calif  Colombia 

Langer-Giedion  Syndrome 

Our  18-month-old  son  has  been  diagnosed  with  Langer- 
Giedion  syndrome  (also  known  as  trichorhinoplialangeal 
syndrome.  Type  11),  a rare  chromosomal  abnormality.  Ben 
has  a tiny  intersatial  rearrangement  affecting  two  bands  on 
chromosome  eight 

Ben  is  a delightful  child — bright,  funny  and  loving.  He 
does  not  appear  to  have  any  mental  retardation.  He  was 
bom  with  some  subtle  facial  differences,  which  have  since 
“normalized,”  according  to  his  doctor.  His  ears  are  the  only 
exception;  both  stick  out  and  one  is  smaller  and  missing  a 
fold.  Ben  also  has  low  muscle  tone  and  is  very  small  for 
his  age  (18  pounds  at  18  months).  He  is  currently  being 
tested  for  a suspected  mild  hearing  loss,  and  we  have  just 
discovered  the  first  piece  of  ‘'bony  growth” — another  char- 
acteristic of  this  syndrome — on  one  of  his  shoulder  blades. 

We  would  love  to  share  information  and  support  with 
other  parents  of  children  with  this  condition. 

L.K,  TbrontOy  Canada 


believed  that  affected  males  die  in  utero.  The  condition 
involves  seizures,  visual  problems,  low  muscle  tone  and 
moderate  to  severe  mental  retardation.  Giris  with  the  syn- 
drome are  usually  non-verbal  and  vary  few  are  mobile. 

Some  have  spinal  defects;  Hannah  has  severe  scoliosis. 

We  are  looking  for  information  on  two  aspects  of 
Hannah's  condition.  At  this  point,  Hannah  weighs  just  15 
pounds.  She  becomes  sore  after  sitting  for  only  a short 
time  because  of  the  lack  of  fat  on  her  bottom.  We  can't 
pick  her  up  by  grasping  her  under  the  arms;  it  hurts  her 
because  she’s  so  thin.  She’s  been  classified  as  “failure  to 
thrive.”  Doctors  tell  us  her  body  does  not  utilize  the  nour- 
ishment it  should  from  her  food.  She’s  always  been  a poor 
eater  and  imtil  about  six  months  ago,  refused  all  solid 
foods.  She  is  on  PediaSure,  but  only  takes  about  15  ounces 
a day.  V/e  would  like  to  hear  from  parents  who  have  bat- 
tled this  problem  and  won.  We  need  solutions,  fast 

Our  other  question  has  to  do  with  the  “Milwaukee 
brace”  she  is  supposed  to  wear  for  at  leai,t  12  hours  a day. 

It  is  supposed  to  flatten  her  back  and  prevent  any  further 
problems  from  the  scoliosis.  However,  it  is  extremely 
uncomfortable.  While  wearing  it,  Haxmah  cries  constantly 
and  is  unable  to  do  anything  as  simple  as  rolling  over.  The 
whole  family  becomes  upset,  and  we  finally  just  remove  it 
The  longest  she  has  kept  it  on  is  two  and  a half  hours.  She 
is  normally  such  a happy  baby  that  it’s  hard  to  see  her  so 
miserable.  We  would  welcome  any  suggestions. 

MJ.  & DJ.y  Kentucky 

Feeding  System? 

Our  son  was  hurt  in  an  accident  three  years  ago.  He  can 
now  move  his  arms  and  legs,  but  not  in  a coordinated  way. 
We  are  searching  for  a feeding  system  that  will  allow  him  to 
feed  himself. 

He  doesn’t  have  enough  forward  head  movement  to  use 
a mechanical  feeding  system,  and  he  doesn’t  have  enough 
shoulder  movement  to  use  a mobile  arm  support  Can  any- 
one tell  us  about  another  type  of  feeding  system  or 
specific  modifications  they  have  been  able  to  use? 

M.W.y  Colorado 


Ediivr*s  Note:  The  National  Foundation  for  Ectodermal 
Dysplasias  (RO.  Box  II4y  Mascoutahy  IL  62258-0114; 
618/566-2020;  618/566-4718y  fax)  can  provide  inf orrna- 
iion  about  Langer-Giedion  syndrome  and  can  put  you  in 
touch  with  other  families  who  have  children  with  this 
condition.  (Both  types  of  trichorhinophalatigeal  syn- 
drwne  are  forms  of  ectodermal  dysplasia.) 

Failure  to  Thrive  and  Scoliosis 

Our  youngest  daughter,  Hannah,  is  19  months  old.  She  was 
bom  with  an  extremely  rare  condition  known  as  Aicardi 
syndrome,  in  which  the  corpus  callosum  (the  band  of  fibers 
connecting  the  two  hemispheics  of  the  brain)  fails  to  devel- 
op. Only  girls  are  affected  by  Aicardi  syndrome;  it  is 


Leukoencephilitis 

Our  “normal”  son  was  diagnosed  with  T-cell  leukemia  at  the 
age  of  five  and  had  a bone  marrow  transplant  (BMT)  one 
year  later.  Then  he  was  diagnosed  with  leukoencephilitis,  also 
known  as  Bald  disease,  a condition  involvirig  a loss  of  myelin 
in  the  brain.  This  condition  apparently  occuned  as  a result  of 
toxicity  to  chemotherapy  during  the  process  of  his  BMT. 

We  were  told  that  most  children  diagnosed  with 
leukoencephilitis  die  shortly  thereafter.  My  son  is  now  12 
years  old  and  has  severe  disabilities.  He  has  seizures.  He 
cannot  walk  or  talk,  and  he  has  a feeding  tube.  I would 
love  to  talk  with  other  parents  of  children  with  leukoen- 
cephilitis to  find  out  how  those  children  are  doing. 

E.  L.  & EL.y  California 
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continued  from  page  14 

Caring  For  an  Adult  Sibling 

My  54-year-old  sister,  Helen  Marie,  lias  mental  retardation. 
She  now  lives  with  my  mother  in  Cliicago.  After  my  moth- 
er dies,  she  will  come  to  live  with  my  husband  and  me  in 
Atlanta  Helen  Marie  is  sweet,  kind  and  fairly  self- 
sufficient  She  takes  pretty  good  care  of  herself  and,  in 
fact,  is  a big  help  to  my  78-year-old  mother  Helen  Marie 
has  worked  in  a sheltered  workshop  but  would  not  be  able 
to  handle  a “regular^  job  without  many  accommodations. 
She  can  be  “stormy”  if  placed  under  any  pressure,  and  she 
does  need  supervision. 

Helen  Marie  has  always  lived  at  home,  and  I cannot  see 
her  adjusting  to  a more  independent  life.  She  knows  she 
will  come  to  live  with  us  in  Atlanta  when  my  mother  dies; 
in  fact,  she  was  part  of  the  decision.  She  is  very  comfort- 
able with  us,  and  knows  we  both  love  her  very  much. 

Here’s  the  problem:  My  husband  and  I both  work,  and  I 
do  not  want  Helen  Marie  just  hanging  out  in  the  house  all 
day,  watching  TV  and  being  lonely.  Nor  do  I want  her  “tak- 
ing care  of  the  house.”  I want  her  to  have  a Ufe,  indepen- 
dent of  my  husband  and  me.  I want  her  to  be  able  to  talk 
about  what  she  did  during  the  day  and  what  she  might  do 
tomorrow.  I am  afiraid  if  her  Ufe  becomes  a mirror  of 
ours — ^as  much  as  we  love  her — she  will  have  lost  some- 
thing. I want  her  to  know  she  is  a separate  person  with  her 
ovMi  thoughts. 

My  mother  hasn’t  been  well,  and  Helen  Marie’s  world 
has  oecome  smaller  since  my  dad  and  another  sister  died. 
Helen  Marie  is  quieter  now,  and  I feel  like  she  is  withdraw- 
ing. I don’t  want  her  world  to  become  even  smaller. 

Helen  Maiie  is  used  to  frequent  family  gatherings  and 
activities  in  Chicago.  Tve  called  different  agencies  here  in 
Atlanta  to  see  what  is  available  for  Helen  Marie  on  a purely 
social  level.  None  of  the  agencies  can  give  me  sa\y  answers 
wldle  my  sister  is  stiU  in  Chicago.  As  frustrating  as  that  is,  I 
understand.  They  are  dealing  with  many  people  who  need 
help  now,  and  Fm  looking  for  ideas  for  the  future. 

I hope  to  hear  from  someone  else  who  has  been  in  this 
situation.  Can  anyone  give  me  hints  on  making  my  sister’s 
transition  as  easy  and  positive  as  possible?  Helen  Marie 
will  already  be  so  sad  about  losing  my  mother,  and  I want 
so  much  for  her  to  know  that  this  is  her  home  and  we  will 
be  there  for  her — ^without  smothering  her  separate  and 
worthwhile  personaUiy  in  the  process. 

KWy  Georgia 

Side  Effects  of  Anticonvulsants? 

My  four-year-old  son,  Christopher,  was  diagnosed  witli  a 
low  grade  astrocytoma  brain  tumor  at  eight  months.  He 
has  undergone  two  surgeries  and  is  on  his  second  roimd  of 
chemotherapy.  He  also  had  a stroke  at  eight  months, 
which  left  him  with  left  side  weakness. 

At  18  months,  Christopher  was  walking  and  could  say  10 
words.  At  that  time,  he  started  having  seizures.  Initially,  he 
was  put  on  Phenobarbital.  Then  Tegretol  was  added.  His 


doctors  increased  the  dosages  of  both  medications  in  an 
attempt  to  get  the  seizures  under  control.  At  that  point,  he 
began  to  stumble  when  he  walked.  Within  a few  months, 
he  was  unable  to  walk,  talk  or  comprehend  language.  He 
also  started  to  drool.  I suspected  that  the  medications 
were  to  blame,  but  the  doctors  told  me  this  deterioration 
was  not  a side  effect  of  the  drugs. 

He  has  been  on  the  same  combination  of  medications 
for  three  years  now,  and  his  condition  has  not  improved.  - 
Has  anyone  else  had  similar  ejqperiences? 

B.D.y  Colorado 

EonvR'sNaw:  David  Hirschy  MD.y  Editorial  ActvisorgBoaid 
member  ami  Ask  twD(xior  columnist  'If 

CTzristopfter’s  aslrocytorma  is  m longer  gtmuing  or  eocpai^ 
ingy  and  if  he  is  not  having  any  side  ^ects  firm  the 
diemothempyy  and  if  he  has  no  other  slnwluralpnibletns  in 
the  brai%  such  as  fluid  bui^  ilic  jxissiblethatthemed- 

ioatwns<xnMbecavsingsom  the  worst  case— all  of 

hisproblems,  Eidier  one  of  the  medications  could^ 
sibley  artheprobientscouMhecausedbythewayth^ 
vidvjal  child  reacts  to  this  particular  combination  of  drugs. 

Christopher^s  seizures  are  stabley  have  his  doctors 
tried  eliminaling  one  'medication  at  a time?  ffone  medica- 
tion alone  could  control  the  seizuresy  I think  it  'uxmld  be  bet- 
ter to  use  only  one  drug.  (There  is  a higher  incidence  of 
side  effects  'with  combinations  of  medications  than  'with 
singt  ^drug  treatment) 

"I  have  seen  these  types  of  ptoblems  as  side  effects  of 
anticoiwulsants.  They  certainly  aw  not  unusual  side  effects 
of  these  medicationSy  howevet]  most  children  do  not  have 
problems  as  significant  as  Ch'ristopher's.  ” 
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Blue  Ridge, GA30613;(800)65M]51  (ynV)Qr(706)632BB30(FtoO. 
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SPECIAL  ADVERTISINC  SUPPLEMENT 


New  Life  Insurance  Program 

Easing  the  financial  burden  at  a time  of  grief 

by  Frederic  A.  Moritz 


{>  a Mihject  that  is  souietinies  cUniciilt  to 
think  about. 

W ho  will  take  (’are  of  the  financial  bur- 
den ill  a time  of  pi’ief  after  the  death  of  a 
lovi'd  one  with  a (iisability? 

Now  there  is  one  new  answer. 

PiT)te(‘tive  Life  liisnraiu'e  (Company  of  Binii- 
inghain,  Alabtuna  lias  made  availalile  a siinpie. 
easy-lo-apply-for  t(*nii  life  iiisiiraiK’e  policy 
called  Protectixe  Pmvider.  A toll-free  call  to 
1-800-^)34-1920  will  bring  a free  iiifomialioii 
pai’ket  on  a sptM’ially  designed  temi  life  iiisiir- 
aiicc  poli(’y  that  can  lx*  used  to  (’over  funeral 
and  burial  expeiisi’s.  or  otli(M*  expenses  for  (’liil- 
dreii  or  adults  v^itli  disabilities. 

At  a time  of  grief.  Prote(’tive  Provider  can 
help  with  the  h('aiing.  As  children  gi’ow  older, 
some  parents  ('an  take  (’oinfort  in  the  knowl- 
edge that  their  offspring  with  disabilities 
would  he  can’d  for  in  death,  without  imposing 
(wtra  financial  and  emotional  burdens  on 
gri('ving  surx  ivors. 

“dliere  is  a huge  need  for  ('ounseling  the 
faniili('s  of  those  with  disabilities"  says 
Prot(‘ctiv(‘  Life’s  Mce  Pn'sident  Mike  Ballard. 
“.As  we  talked  to  families,  we  found  a iK’ed  for 
this  product."  he  explains.  “We  went  to  work 
to  s('e  how  we  could  me('t  this  need. 

FINALLY, 

AFFORDABLE  INSURANCE 

In  the  past — ^giveii  the  insurance  industrx’s 
reliK’taiK’e  to  take  on  clients  thought  to  be  at 
higher  risk — it  wasn’t  easy  for  indixiduals 
with  disahiliti(\s  or  their  caregivers  to  buy  life 
insurance. 

In  particular,  it  may  ha\e  Ix’en  difflcuh  to 
buy  more  affordalde  “ti’ini  life  ” insurance 
polich’s  for  individuals  with  disabilitu's,  as 


opposed  to  the  more  expensive  “whole  life*' 
policies,  wliich  also  accumulate  cash  \*alue. 

"There  has  been  some  bittenu’ss  out  there 
at  the  diffi(’ulty  in  getting  life  insuraiu'e  for 
those  with  disabilities."  says  Rick  Larson, 
who  sells  insurance  for  people  with  disabilities 
at  the  Cornerstone  Financial  Group  in  Bur- 
lington. Massachusetts. 

THINKING 
ABOUT  INSURANCE 

Sometimes  there  is  a reluctance  to  think  about 
life  insiuraiu’e. 

"Unfortunately,  a lot  of  peoph*  haven't  been 
prepiuvd...  tills  Is  one  loo\  in  planning  for  tiie 
future,"  says  Dr.  Gar\'  Edwards.  Executive  Dir- 
ector of  tiie  United  Cerebral  Palsy  Association  of 
Greater  Binningluun. 

Dr.  Edwards  was  one  of  those  contacted  hy 
Protective  Life  during  the  plaiuiing  phase  for 
its  new  product,  which  has  been  axailalile  only 
for  about  a montli  now.  In  designing  tiie  new 
product.  ProtC(’tive  Idfe  planners  consulted 
professionals  working  xK'ith  people  with  dis- 
abilities. as  well  as  families  themselves,  notes 
Mike  Ballard.  Vice  President  at  Prote(’tive  Life. 

"It  s ikU  a glamorous  prodiu’t  or  a ('om- 
foitable  issue,  but  its  a serious  issue,  says 
Ballard.  “Nobody  likes  to  talk  about  dying.  It’s 
nonnally  a painful  mid  emotioiul  subject... 
But.  uiifoiluiiatciy.  p(H)ple  die  sooikm*  than 
tliey  expe('t.  ' 

Individn.als  who  (’all  1 800-934-1929  will 
n'ceive  an  iiiformatioiial  fohk’i*  on  Protective 
Provider,  with  a (dear.  non-t(’(’hni(’al  explaiia- 
rion  of  the  polu’y  and  Ix'iK'iits.  plus  a straight- 
forvi'ard  applk’ation  fonn, 

“It’s  a g(Kwl  pixxluct.'’  notes  United  Gerehral 
continued  o«  page  20 
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BURDEN  IK  A 
riME  OF  BRIEF 
AFTER  THE 
DEATH  OF  A 
LOVED  ONE  WITH 
A DISABILITY? 


At  a time  of  brief, 

PROfiBTIVE  PrBVIDER 
CAN  HELP  WITH 
THE  NEALIKB. 
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The  source  of  a parent’s  strength  is  in  the  love  felt  for  their  child.  At  Protective 
Life  Insurance  Company,  the  source  of  our  strength  is  in  the  resources  we  have 
developed  since  1907.  We  understand  the  importance  of  caring,  planning  and 
meeting  needs.  That’s  why  we  offer  the  PROTECTIVE  PROVIDER***,  a term  life 
insurance  policy  developed  specifically  for  people  with  disabilities.  For  more 
information  on  the  PROTECTIVE  Pr0VIDER*%  call  800-987-6787.  At  Protective 
Life,  we’re  someone  to  lean  on  at  a time  when  you  need  it  the  most. 


Protecth/eA  1035 

Prot»cti\r«  Uto  lntur«nc«  Company 

t 


ntult  Policy  Form  TL  04  and  U-573  for  details,  benefits  and  limitations.  Not  available  in  all  states.  If  death  occurs  during  the  first  two  years  a limited  benefit  will  be  payable, 
"^most  states  this  benefit  wilt  be  equal  to  all  premiums  paid  plus  interest. 
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“Nobody 

LIKES  TO 


TALK  ABOUT 
DYING.  It’S 
NORMALLY  A 
PAINFUL  AND 
EMOTIONAL 
SUBJECT...” 


r utntut'd  front  /»r/</r  17 

‘I  am  imprr^-^rd  willi  IMo- 
icriiNr^  rnilui^ia-^m  imd  w to  do 
wIiMt  iirrd^  to  hr  dour/’ 

Proirriivr  l,ilr  lia^*  promoliiiir  Protrrti\r 
Provider  ''ironirK  in  only  a Irw  ''lair'*,  inn 
Pailard  ^ay>  na(ioii\vid(‘  markrtinir  lia>  now 

h(*^ii5i, 

STANDARD  PRICE 

d'lir  l^'oirrtivr  Pro\‘idrr  proNidr^  a >tandard 
prir(*  for  hMin  lilr  in>nranr(‘  in  tin*  ainomit>  of 
So. ()()():  ST.oOO  or  SI ().()()().  r(‘^ardl<*>''  of  lh(‘ 
di>al)i!it\.  Prol(‘i‘li\r  |^ro\idrr > Irriii  lil(‘  iii^nr- 
anrr  ran  Im*  i»nrd  Ix'lwmi  tlir  iv^o  of  iivr  and 
5o.  and  i>  availai)i<'  to  airr  70.  Uato>  iniTraM*. 
drjHaidinir  on  a^('  allain(‘d.  in  liv(*-yrar  hlo('k>. 
Pnaninm  paMiirnt^  may  lx*  madr  annnally  or 
>rmi-anmialiy. 

Kor  r\ani|)I(‘.  in  iln'  aii(‘  hrarkn  li\r  to  '20.  tlx* 
annual  pnaninm  would  Im‘  SI  10  lor  a So.OOO 
jiolirv:  Sld0,r>()  for  a ST.oOO  polirx  : and  SHO 
for  a SI 0.000  |>oli(  \,  \l  tlx*  iv^c  hra(‘k(‘l  'My  to 
4(),  tlx*  annual  pirmiiiiii  would  lx*  Slo2  for  a 

50. 000  polir\:  Sl(»1.2o  fot  a ST.oOO  polir\:  and 
S171  for  a SIO.OOO  poli('\.  In  tlx*  a«:r  lirarkcM  ol 
to  oo.  tlx*  annual  prrmimn  w ould  lx*  S2oo  lor  a 

50.000  polir\:  Sd-H^,27>  fora  S7.7>()()  policy:  and 
S-f2o  for  a SI 0.000  polirv 

I hr  polir\  dor^  ix)t  n*(jnirr  a nxxliral  (*.\ant- 
inalion.  allhoiiirli  iltr  applicant  nin>t  answer 
tlirrr  nx'diral  (jnr>iion>  att(‘.''iin<r  that  tlx*  indi- 
N idnal  w itli  a ( li>ahilily  1 ) i"  ahli*  to  movi*  ahont 
aixl  (*ai.  r\rn  if  mmix*  a">i?'tancr  i>  rrquirrd: 
2)  i^  al)l(*  to  fnix'tion  without  tlx*  nx*  of  an\ 
ariilirial  life  support  f(*.ir..  vrntilalor.  Irrdinu 
mix*,  nr.):  and  3)  i>  ln*r  of  lx*ari  dix*a>r.  Mrola*. 
\I1)S  aixl  all  fornn  of  int<*rnal  canrrr  a^  dia^- 
nox'd  hv  a ph\>irian  within  ihr  pa>l  liv(*  yraiv. 
in  the  lir>t  two  \(*ar>  of  the  poliev  death 
hrix‘lit>  an*  limit(*d  to  tlx*  n*tnrn  of  prrminm 
pln>  int(*rr^t  (in  mo^t  Matr>).  I lx*n*  i^  a two- 
\rai*  >niridr  and  ronl(*>tahlr  |x*ri(xL  aixi  lx*ix*- 
fit?'  are  adjiiMrd  for  ini»tatrinrnt  of  air<*. 
W ithont  thrx*  limitation-.  Protrcti\(*  1 ale  w<)iild 
lia\(*  had  to  x*t  tlx*  rat(*>  mnch  hiirhrr. 

A PRECEDENT  FROM  THE  ARC 

ProU'ctiNc  ProNi<lrr  hnihU  on  thi*  pn‘(‘(‘<l(*nt  lor 


dixihilit)  imnrancr -x‘1  hy  l lx*  \rc.  w hich  offris 
it^  mrnilx‘is  ilx*  option  to  hii\  life  in>(irancr 
in  the  amoimt>  of  S2.7)0():  So.OOO  and  S 10.000. 

1 hr  \rcV  drrad(‘-old  program  geared  maiiiK 
to  thox*  with  nx‘iilal  relardation.  (*.\|)laiti'*  Hi<‘k 
|•ril'^chr.  an  Arc  or<rani/nlion  '*prciali>l  in 
Xrlint'lon.  Tr\a'>.  ”\\r  W(*rr  ahh*  to  d(*n!oii'*tralr 
to  tlx*  nnd<*rw  rit(*is  tluit  proph*  with  m(*ntal 
n'tardatioii  an*  no  inon*  nirdirally  Irairili*  than 
indi\  idiiah  without  di>ahi!itx*>,  lx*  xi)*'. 

0\  rotiiraM.  Prot(*rtiv(*  Provider  i^  iarurl(*d 
for  a w idrr  rantje*  of  p<*isoii''  with  di>ahilili(*^, 
(at>loiix*r>  who  ((iialily  pa\  the  >anir  prin* 
n*iranllr^'*  of  dixihilily  and  rr^ardlr>>  of  diflrr- 
inir  mortality  ral(*^, 

PART  OF  A WIDER 
PLANNING  PROCESS 

rix*  Prot(‘(‘tivr  Pro\  ider  d(*ath  lM*!x*lit  jx)lx  \ i^  jiH 
one  of  a IxH  of  x*rvic(*>  pro\  idrd  hy  Prol<‘ctivr 
Life.  Prot(‘cti\(*  Provider  i>  available  alone  or  a> 
part  of  a family V larii(*r  planniix;  proce». 

I*.>tate  Plaiminir  for  Per>on.'<  with  l)i>ahilitie> 
(I’PPD),  a Birminirhani-hax‘d  division  of  Pro- 
teetiv(*  Life.  i>  availahlt*  to  work  with  can*iiiv(*r- 
ai;d  famih  memlx*rs  with  di.xihilitii*^  to  d<*veIoj) 
a compi‘<*lx‘n.''ive  planning  apj)roach  to  pn>\id(* 
for  iixlividnaL  with  di>ahilitie^  wlx*n  eareiriveis 
can  tx)  Ioim<*r  function  in  that  role. 

In  .-taae  one.  careiri\eix  write  a ‘lelti*!*  of 
intent.  Minimari/inir  tlx*  lile^txk*  and  special 
tx‘(*d-  of  famih  nx'inheix  with  dixthilitie-..  in 
staii(*  twi».  a linaneial  anal\>i-  i^  perlornx*d. 
^(*an*d  toward  d(*l(*rmininir  what  would  lx* 
re<{nin*d  to  maintain  that  life^t\ h*  in  tlx*  (*\(*nt  ol 
care^i\eis  d(*ath>.  In  >ta‘i(*  thn*(*.  le^al  reijiiin*- 
nx*nt>.  ^ix  h a^  a po^xhk*  ix*ed  for  tni^t>.  are 
anah/ed.  \n  atlonx*)  >(*leeted  h\  the  lamih  can 
liamlle  ^nch  ne<*(U,  Sta^(*  four  analy/e^  po»ihl(* 
inMirance  !x*ed>  that  will  jx*rmit  a ^nrvivin^ 
famih  memlx*r  with  a di>ahility  to  maintain  lii*^ 
or  her  int(*nded  !ife^t\  h*. 

/ }»  y/(77c  I.  \ Inniz  //  ns  n jnnntnlist  nuflt  flu  * ( 'nfthV  t \ 
S(  tf,\(  for  h'i  wnix  //e  fins  also  fnndif  nf 

f^nntsytrnntn  Sfnh^  I ninrsih'  ntnf  fhirkiirll 
( nimsify.  Hr  is  ninvntlv  n f^xulnnlr  stndrnt  nt 
HnsUm  ( olfip'  ( imtlnnlr  Si  linnl  of  Sni  inf  Ifnik, 


The  Protective  Provider  death 

BENEFIT  POLICY  IS  JUST  ONE  OF  A 
HOST  OF  SERVICES  PROVIDED  BY 

Protective 
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Look 

Who’s 

Smiling 

Now 

Students  at  Oak  Hill  School 
are  smiling  because  they... 

• live  in  homes  located  in  neighborhoods 
across  Connecticut; 

• learn  in  classrooms  located  in  public 
schools  or  community-based  locations; 

• interact  on  a daily  basis  with  their  non- 
disabled neighbors  and  peers; 

• feel  a sense  of  pride  and  accomplishment 
in  being  a part  of  their  communities. 

And  that's  definitely  something  to  smile  about. 

For  more  information  about  Oak  Hill 
School’s  community-based  education  and 
residential  program  for  children  with 
severe  multiple  disabilities,  contact  the 
Director  of  Oak  Hill  School, 

120  Holcomb  Street, 

Hartford,  CT  06112, 

Tel:  8601242-2274,  Ext.  851. 


Tmi  Connicticut  Initituti  roil  tni  BiiNo/OiiK  Hiii 

120  Holcomb  Street  • Hartford,  CT061 12  • 860/242-2274 
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Superwsing  a ‘‘Ruimei^’  j 

LK.  CAwjusf  1995)  has  a thyvc-ijeon  \ 

old  son,  Jimmy,  who  has  autism.  i 
Jimmy  is  coyiside^vd  a ij 

he  is  not  constantly  siipomsed,  he 
will  i’un  aivay.  L.K.  has  hied  usiny  a 
tmcking  deoice,  but  Jimmy  refuses  to 
keep  it  on.  LK  wanted  to  knoiv  hoic 
other  paymds  of  *i7innas”  deal  with 
this  invblem. 

I had  to  write  when  I saw  the  letter 
alx)ut  your  *1iinner”  There  must  have 
been  other  “runners”  in  history,  but  other 
tlian  yours,  mine  and  the  “^^'ild  Boy  ot 
Avignoa''  fve  never  heard  of  one. 

My  IQ-year-old  son,  who  has  autism, 
has  always  been  an  escape  artist.  I 
don’t  know  where  he  thinks  he’s 
going— -just  out!  He  wears  a medallion 
necklace  from  Medic  Alert  that  states 
’ his  name,  address  and  the  fact  that  he 
is  non-verbal  and  has  autism. 

We  live  in  Minnesota  so  winter 


escapes  aren’t  too  common,  but  I usu-  1 
ally  call  our  hometown  police  in  the  : 
spriiig  to  remind  them  that  my  son  is 
aiound.  When  he  gets  away  fix»m 
home — usually  about  twice  a year 
he  tends  to  go  into  people’s  houses.  1 
worry  because  he’s  getting  lar  ge 
enough  that  someone  nri^t  mistake 
liim  for  a burglar. 

Otherwise,  1 have  deadbolt  locks  on 
all  the  doors,  and  I keep  the  keys  hid- 
den. We  have  a security'  system  that 
enrits  a beep  when  the  door  opens; 
that  Iras  foiled  several  escapes.  I’ve 
removed  all  the  window^  cranks  and 
put  duct  tape  over  the  little  pins  that 

■ hold  the  screens  in  place  because  he 

I takes  the  screens  out,  opens  tire  win- 
; dow  and  climbs  out.  Fortunately,  his 

■ fine  motor  skills  are  not  as  good  as  Iris 
; grxrss  motor  abilities;  so  he  can’t  get 

; duct  tape  off,  untie  knots  or  unhook 

■ chains.  I also  have  locks  on  most  of 


the  interior  doors  so  I can  restrict  hinr 
to  certain  areas  within  the  house.  This 
makes  it  easier  to  monitor  him. 
Needless  to  say,  I have  to  lock  him  in 
his  room  at  ni^rt  to  keep  him  ffom 
escaping  while  I’m  asleep. 

He  can  never  be  alone  outside.  We 
have  a fence,  but  now  that  he’s  bigger, 
it’s  easy  for  him  to  climb.  He  still  has 
some  tactile  defeirsiveness  and  doesn’t 
like  to  be  in  long  grass  and  bushes,  so 
I’ve  planterl  a lot  of  bushes  and  \anes 
along  the  fence  to  discourage  clinrbing. 

Making  sure  my  other  three  chil- 
dren don’t  leave  a gate  open  itsed  to 
be  a problem.  No  one  could  be  both- 
ered locking  a padlock.  Now  I have  a 
dog  chain  that  clips  the  gate  closed. 
My  son  can’t  get  the  clip  undone  and 
the  others  can  get  in  and  out  easily. 

Ours  is  a strange  house  to  the  imim- 
liated.  They  are  welcomed  at  the  front 
door  and  invited  in;  then  the  door  is 


For  the  first  time  a.  , 

program  for  SpOCi^l  PGOpiC 


ASK  YOURSELF 
THESE  QUESTIONS... 

Afe  the  mtKlificalions  to 
\'our  N’ehide  covorc'd  under 
\x)ur  auto  insurance? 

I I r \-our  vt'hide  brokt'  down 
on  l!ie  higliwax'  woukl  \our 
auto  insurance  cover  tht* 
CO.SI  for  sixK-'inl  transjxrrta- 
tiontoKcthome? 

i]  I )( x's  your  autt  > insurance 
c(  )Vt‘r  till'  liidk’r  ct  rst  t( ) rent 
a nuxlificd  replactaneut 
\-el  licit'? 


MOST  PEOPLE  DON’T  HAVE  TO  ANSWER  QUESTIONS  LIKE  THESE.  THEY’VE  NEVER 

needed  special  transportation  for  a child  who  uses  a wheelch^R^  or 

PAID  FOR  A MODIFIED  RENTAL  VEHICLE,  OR  INSURED  A CONVERTED  VAN  WITH 
SPECIAL  EQUIPMENT. 

BUT  WE  HAVE.  WE  KNOW  HOW  DIFFICULT  THE  SIMPLEST  TRANSPORTATION 
PROBLEMS  CAN  BECOME  WHEN  YOU  HAVE  A CHILD  WITH  A DISABILITY.  H 
WHY  WE  DEVELOPED  THE  ABILITIES  PLUS  PROGRAM.  IT  PROVIDES  YOU 
ANSWERS  TO  THESE  QUESTIONS. 

ABILITIES  plus"  expands  the  automobile  insurance  benefits  that 

ARE  MOST  IMPORTANT  TO  YOU,  AND  IT  ADDS  MANY  UNIQUE  FEATURES  TO  MAKE 
THE  COVERAGE  MORE  VALUABLE  TO  YOU. 

CUSTOMIZED  COVERAGE.  FAST,  FAIR  CLAIM  HANDLING.  AND,  CUSTOMER 

SERVICE  24  HOURS  A DAY,  EVERY  DAY  OF  THE  YEAR. 

FOR  MORE  INFORMATION  OR  A FREE  QUOTE  ON  ABILITIES  ^USr  CALL 


Ask  for  DEPARTMENT  R 

OR  WRITE  US  AT  P.O.  Box  51198.  LuiHtftvil.Lr . MO  21094  B719 

/"V 


llieMaryland 


IVrmnal  Iimininrr 
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closed  and  locked,  and  I run  off  to  hide 
the  key.  We  proceed  on  into  the  family 
room,  as  I lock  the  living  room/dining 
room  to  make  sure  no  one  (guess 
who!)  turns  the  table  over  or  pushes 
tJie  chaiis  down  the  stairs.  Then  I lock 
the  kitchen  door  to  make  sure  the 
nricrowave  isn’t  puUe<l  off  the  shelf  and 
no  one  tries  to  wade  in  tire  fish  tank. 
There!  Now  we  sit  down  and  visit! 

Still,  there  are  some  advantages  to 
having  a mnner.  At  school  he  has 
always  had  a one-to-one  aide — ^and  he 
always  gets  the  youngest,  strongest, 
fastest  one. 

Tlrinking  his  frequent  escapes  might 
be  the  expression  of  an  unmet,  deep- 
seated  need  for  more  exercise,  Ive 
tried  to  hike  him  running  with  me. 
Guess  what?  He  won’t  nm  even  a quar- 
ter of  a mile  on  a miming  path — it 
must  ail  be  in  the  chase! 

Tliis  is  the  hist,  year  w^e’ve  been 
brave  enough  to  take  liim  on  vacation. 
Both  times  we’ve  rented  a large  condo 
so  he  can  have  his  own  room  that  is 
secimed  for  the  night.  I can  do  a lot 
with  my  tmsty  duct  tape  and  some 
nylon  cord  llien  all  I have  to  do  is 
explain  to  tire  other  kids  why  he  gets 
the  room  with  the  two  double  beds 
and  tiie  three  of  them  have  to  sleep  in 
the  tiny  loft!  Tliem’s  tire  breaks,  guys! 

I thhik  the  hanlest  part  of  parenting 
a “nmner  ’ is  making  some  time  for 
them  to  l)e  a regular  kid  to  be  a little 
bit  free.  You  manage  to  come  up  with 
all  kinds  of  strategies  to  keep  them  in 
and  keep  Urem  safe.  Finding  a way  to 
let  them  out,  and  let  them  take  some 
risks  is  much  harder.  I don’t  have  all 
the  aaswers. 

The  park  programs  have  provided  my 
son  with  opporhmitk's  to  hy  some 
tilings  1 could  never 
help  liim  witlv-*-snow^ 
skiing,  water  skiing, 
gymniistics,  bowling. 

Tm  always  looking  for 
n<1i\itk's  that  will  k(M»p 

llim  f(K  lLS(Hi  JUKI 

engaged,  so  he  won’t 
Ih'  tempte<l  to  vvjukUt. 

Tlie  Jiidi^  in  th(^'  pn>* 
gixuns  have  btvn 


excellent  I just  have  to  trust  that  they 
will  be  able  to  keep  up  with  him,  and  he 
\vill  come  home  at  the  end  of  the  day. 

A.H.,  Minnesota 

It  Isn’t  Fair! 

K.S.  and  K.S.  (September  1995)  have 
a seven-year-old  son  leith  Donm  syn- 
dmme  and  a two-year-old  son  who 
has  beet}  diagnosed  with  neuivblas- 
tama  (canoe)*  of  the  neural  cells). 

They  feel  ove)whebned  canny  for  two 
child)V)i,  both  of  who))i  haie  prob- 
lons,  ami  ivavted  to  hear fivm  fami- 
lies who  have  dealt  with  simitar  situ- 
ations. Just  seems  so  nrfair  to 
tisf  they  w)vte.  *'Eveiyday  we  ask 
henv  God  could  do  this  to  us  twice.  ” 

Ten  years  ago,  I bccrane  pregnant 
with  my  first  child.  After  years  of  infer- 
tility, I had  come  to  accept  that  I would 
never  have  diildren.  Nevertheless,  I 
was  thrilled  to  discover  I was  preg- 
nant Books  were  some  of  the  first 
things  I bought  for  the  baby  I was 
expecting.  Intelligence  was  veiy 
impoitant  to  me,  and  I planned  to  read 
to  my  diild  from  tlie  veiy  beginning. 

Wlien  the  doctor  told  me  my  daughter 
had  Down  syndrome,  I thought,  “God, 
give  me  anydiing  but  mental  retarda- 
tion.’’ I was  knoc-ked  to  my  knees.  Still,  I 
tlec  ided  tliat,  no  matter  what,  she  would 
liavo  a happy  childhood 
Tluee  years  ago,  I took  her  to  see  a 
movie.  When  we  got  home,  my  hus- 
band of  14  years  w^as  gone.  He’d  just 
I taken  all  his  things — no  note,  no  good- 
bye. Our  marriage  was  over.  Once 
again,  I was  knocked  to  knees.  My 
. daughter  had  lost  her  father,  whom 
! she  loved  dearly.  Now,  I could  not  even 
give  her  a happy  childhood. 

rtnithnu'd  an 


Teil  US  about... 

...  parenting  twins  when  one 
or  both  have  disabilities. 

Write  to:  Readers  Talk,  ExcsmoSAi  Parent,  209  Hanmd 
St.,  Suite  303,  Hwokline,  MA  02146,  (617)  730-8742  (fojcf 
A sathjAing  of  )vader  ivsponses  to  this  (ptesfion  will 
appear  in  a future  issue. 
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Medical  Stipply,  Me. 


Mail  Order 
Medical  Supplies 


' We  couldn't  list  all  die  items  we 
carry,  so  please  call  if  you  need  a 
product  diat  is  not  listed  below. 

800HS33-2139 

♦ INCONTINENCE 

Youth  size  brie&,  reusable  2-p»ce 
systems  for  childr»i,  Attend^ 
Depends,  Medline,  Trmquility, 
Sa&,  Priva 

♦ REUSABLE  AND 
DISPOSABLE  UNDERPADS 
Attends,  Depends,  Medline,  Priva, 
Tranquility,  Salk 

♦ WHEELCHAIR  CUSHIONS 
R(^o  and  Rdio  for  Kids 

♦ OSTOMY 

ConvaTec  Little  Ones,  Cymed, 
HoUisterjNuHqie 


WE  CARRY  A FULL  LINE 
OF  UROLOGICAL,  SKJN 
AND  WOUNID  CARE, 
PRODUCTS. 


FREE  SHIPPING 

on  most  orders  over  $75.00 

Call  for  a free  catalog 

800-633-2139 
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Back  and  forth,  in  and 
out  of  conventional 
hospitals  and  treatment  programs. 
Became  complex  behavioral  issues 
frustrate  treannent  of  a young 
child's  ricurologkal  deficits.  Our 
unique  medical  and  behavioral 
apirroach  can  break  the  cycle  of 
multiple  failures. 
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C'/iiUrcn  tMui  .AtloL'sc'eni-s  • 940/ C j<mKTiatui  K(W  • Nea- Kem,  Vir^'nia  23124  • i -800'368'3472 


Circle  #74 


Haverich  Ortho-Sport,  Inc, 

67  Emerald  Street 

Keene,  NH  03431  (603)  358-0438 


Haverich 


Europe’s  leading  line  of  specialized 
bicycles,  tricycles  and  tandems 
now  available  in  North  America 
Steel  frame.  Duel  caliper,  drum 
coaster  brakes  available. 
Parking  brakes  standard. 

Latest  styling  and  wide 
choice  of  colour 
combinations. 

More  than  30  specially 
designed  accessories  to 
meet  every  need. 

Use  of  Safety  Helmet 
Required 
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RESPOND 


continued  from  i.mqc  eS 

I made  some  terrible  choices  dming 
that  very  difficult  time  in  my  life.  I 
would  have  done  anytliing  to  stop  the 
pain  I was  feeling,  even  briefly.  I 
became  involved  in  an  inappropriate 
relationsMp  and  ended  up  pregnant. 

Although  I cannot  now  imagine  life 
without  either  of  my  children,  I was  dev- 
astated when  I found  out  I was  pregnant 
again.  I did  not  want  lliis  baby.  I could 
not  many  the  father  and  felt  I could  not 
offer  the  child  a normal  life.  I was  in 
desperate  straits,  both  financially  and 
emotionally.  I was  almost  knocked  to 
my  knees  again — but  not  quite.  My  legs 
were  getting  stronger. 

Last  May,  my  son,  then  20  months 
old,  was  diagnosed  with  rhab- 
domyosarcoma, a highly  malignant 
cancerous  tumor  of  the  muscle  fibers. 
This  time,  maybe  I swayed. 

I am  stronger  now  than  I ever  have 
been.  At  this  point,  it  would  take  a 
hurricane  to  knock  me  over. 

Whenever  I am  faced  witli  sometiiing 
frightening,  I just  remind  myself 
about  what  I have  already  survived. 
Then  I square  my  shoulders  and  go 
forward.  I never  chose  to  go  througli 
tliis  pain,  but  IVe  stopped  asking 
“Why  me?” 

It's  not  me.  My  daughter  is  the  one 
with  Down  sjaidrome.  I cannot  be^ 
to  imagine  her  struggles.  I do  not  know 
what  it  is  like  to  be  just  smart  enougli 
to  know  you  are  not  smart  enough.  I 
choose  to  liave  her  included  in  a regular 
classroom  because  she  has  to  learn  to 
live  in  our  world.  But  I have  never 
struggled  like  she  does. 

My  son  is  the  one  with  cancer,  fie 
gets  the  chemo.  He  goes  through  the 
surgeiy,  the  discomfort,  the  pain  and 
the  siduiess.  He  is  the  one  with  the 
life-tlireatening  disease,  not  me. 

Life  is  not  guaranteed  to  include 
only  a limited  number  of  hardships. 

IVe  never  believed  I was  a “specuU” 
person  to  whom  God  gave  “special” 
children.  There  are  no  easy  answers. 
Tl\e  Bible  says  God  knows  when  a 
sparrow  falls,  not  that  He  keeps  the 
sparrow  from  falling. 

1 wish  you  the  best  of  luck  with 
your  struggles.  May  both  of  your  chil- 
dren have  long  and  fulfilling  lives. 

V.S.,  Arizona 

J.v4X  _ . 


■ My  hiLSband  and  I have  shared  your  feelings  of  “unfair- 
lU'ss.’’  Wt»  wore  most  eoi^ifoitc'd  by  knowing  tliat  we  were 
not  singliHl  out  for  rotten  treatment.  1 sense  that  you  need 
die  siune  reassiuance.  Here,  in  a nutsliell,  is  our  story: 

Wo  have  lliree  daughters,  now  aged  seven,  four  aiui  two. 

Our  first  daugliter,  Elizabeth,  was,  and  still  is,  an  absolute 
deliglit — ^briglit,  funny,  and  beautiful.  We  so  marveled  at  her 
tliat  we  eouldn'l  wail  to  experience  ptirenthood  again. 

Our  stKond  daugliter,  Kate,  seemed  perfectly  heiilthy  at 
biitli.  However,  it  s(X)n  bec*ame  ajiparent  dial  she  wasn’t  devel- 
oping as  she  should  When  she  was  1 1 montlis  old,  she  was 
(ihignoscxl  as  profoiuuUy  deaf.  Just  when  we  liad  gotten  over 
tJiat.  shock  we  learned  she  liad  diffuse  brain  damage,  piobably 
as  a re*sull  of  c onh^Acting  cytomegalovirus  (('MV)  in  uteio. 

Wlien  Kate  was  two,  our  tliiid  daugliter,  Alexandra,  was 
txim.  We  had  liigli  hopes  that  Alex  would  Ix^  healtiiy,  Ixx'auso 
Kiite  s problem  was  not  gi'iiedc*.  I have  to  admit  that  I also  tell 
sonunviiat  “riieatt'd”  with  Kate — a selfish  feeling  tliat  lias 
causixl  a gn'at  detil  of  guilt — and  1 lookcxi  foiward  to  expeii- 
enciiig  iiiotheriiocxi  witii  Alex  tlie  way  I did  with  Clizabetli. 

Alex  was  Ixim  healdiy.  But  at  the  age  of  nine  weeks,  she  was 
diagnoscxl  witli  neurobliistoina.  A tmiior  on  a neive  in  her  neck 
was  lemovcxi,  mid  she  begmi  undeigoing  ciiemotlierapy.  After 
our  initial  feelings  of  panic,  my  husband  and  I were  stmck  by 
feelings  of  unfairness.  We  had  always  liad  faith  in  (kxi,  attend- 
ed chuixii  weekly  and  treated  people  as  well  as  we  could.  So 
why  Wcis  tliis  niglitmare  kipix^niiig  to  as? 

During  niy  eigiit-day  stay  in  tlie  hospital  with  Alex,  1 
embm'keci  on  a journey  to  find  tlie  answer  to  tliis  quc^on.  I 
n*ad  Uie  Bible  and  books  written  by  pcxrple  who  liad  lived  witli 
tragcxly.  I talked  wiUi  cieigymen,  family  mid  fiiends.  And  I 
prayvKl.  Looking  bac*k,  I realize  tluit  tills  time  was  a catharsis 
for  me,  as  wi»ll  as  the  deepest  religious  expc'iience  of  my  life. 
One  niglit  in  tire  hospiUil,  tis  I held  my  btrby,  I had  mi  ovei  - 
wliehiiing  sense  Uiat  somwne  was  cming  for  my  child.  I’m  not 
talking  miiacies  or  signs,  just  a seuse  tliat  Clod  low'd  niy  child. 

I cmiie  to  the  conclusion  that  God  didn't  “do  Uris’’  to  Alex, 
tiiat  He  was  as  sad  about  her  sk*kness  as  we  were. 

Somehow,  to  believe  He  was  on  our  side  heipc'd  me  get  (rver 
my  tW'liiigs  of  bi'tniyiil.  MoriK)ver,  Kate’s  piobleiiis,  which 
had  seenu'd  so  “tnigic,”  suddenly  seeiiKHl  iiioie  nimiagecrbk^ 
Ali'x  has  lieeii  ofl* chemotherapy  lor  tw<r  yems  now,  mid 
no  one  would  c'ver  know  she  had  been  sick.  She's  bright, 
Ix^autiliil  and  active.  She  has  Ix'Oii  a tnie  blessing  to  Uk* 
whole'  fmnily.  Kate  is  now  in  pi\'scii(xrl.  She  is  progi*essing, 
albeit  slowly,  mid  has  IxH-ome  a joy  to  as. 

PYic'iuls  constmitly  tisk  how  we  Iia.ve  mmiagixl  “so  well.” 
I'ni  .siux'  you  also  hear  comiiieiits  like  this:  “I  could  never  do 
as  well  with  your  situation.  You  m*e  so  breV/e."  As  you  proba- 
bly ic'alize  by  now,  that  tyjx'  of  sc'niinient  is  biuik.  You  detd 
with  tilings  In'cause  you  have  to,  not  In'causv'  you  wmit  to. 
But  look  m*ound — in  the  papeis,  on  "iV  mid  in  tlu'  lives  of 
your  friends.  I ■nfortunatc'iy,  tnigixly  mid  luudsliip  me  not 
unique  to  you  mid  your  fmnily.  Have  courage,  ke(*p  your 
si'iist'  orhuiiior  mul  keep  your  faitli.  We  will  keep  you  in  our 
prayeis. 

AS/K,  Arizona 


AS.IC 

About  Your  Child’s  Future 


Do  you  have  questions  about  your  child's  future?  The  Association 
for  Special  Kids  has  trained  representatives  who  can  help  answer 
these  questions. 

• Health  Care  • Guardianship 

• Government  Benefits  * Finances 


A.S.K.  Has  The  Answers! 

The  Association  for  Special  Kids  is  a unique  financial  planning 
organization  exclusively  dedicated  to  helping  parents  of  children  with 
disabilities  protect  their  child's  future.  Under  the  guidance  of  our 
Executive  Director,  Dr.  Nita  Savader,  our  counselors  work  with  you  as 
well  as  a network  of  qualified  attorneys  and  accountants  to  set  your  plan 
into  action.  The  Association  for  Special  Kids  charges  no  fees  for  its 
services.  After  all,  most  of  our  counselors  are  parents  just  like  you. 

If  you  still  have  questions  about  your  child's  futurct  ask  them! 

Association  for  Special  Kids,^“  Inc. 

A unique  financial  planning  organization  for  parents 
of  children  with  disabilities. 

A.S.K. 

107  W.  Hill  Street 
Baltimore,  MD  21230 

1-800-832-0467 

For  more  information  concerning  our  services,  refer  to  the  circle  # below 
on  the  Business  Reply  Card  in  the  back  of  this  issue. 
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Finally...Keadgear  designed 
just  for  little  kids... 

(...And  now  for  Grown-ups  too!) 

And  the  healthcare  professional’s  answer  to  safety. 

ProtectaCapoif)  is  Plum  Enterprises’  exclusive,  patented 
custom^fitting  protective  headgear  designed  with  the 
safety,  comfort  and  self-esteem  of  children  in  mind.  Made 
with  proven  Ensolite*  foam  for  superior  impact-absorbency, 
ProtectaCap  provides  maximum  head  coverage-  with  the 
comfort  and  safety  of  less  than  3 ounces  of  weight! 
Meticulously  hand-stitched  in  a variety  of  wonderful  fabrics, 
ProtectaCap  features  our  exclusive  soft  cottonknit  Velcroedsi; 
chin  strap.  And  ProtectaCaps'.®:  are  machine-washable  and 
dryable!  Now  available  in  5 sizes, 
Newborn  that  Adult,  ProtectaCap  is 
ideal  for  post-surgery,  therapeutic 
activities,  neonatal  and  geriatric  care. 

“ProtectaCap  Fits  Better  And  Works 
Better  Than  Custom-Made  Helmets*' 

L Sssso-Lundin,  O.  T 
Shnnen  Hospital,  Portland,  OP 
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Order  Now 
1-800-321 -PLUM 


Medicaid  Approved 


WoR'.mvioF  Patents  Pendiko 


Mcmuktciuicd  Exclutivnly  By 

*eliJSiprises,  inc 

9 Clyston  Circle 
PO  Box  283 
Worcester,  PA  19490 
Phone  (610)584-5003 
Fax  (613)  584-4151 
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Alvin  }mu\  is  a motivational 
sjyeakrr  who  runs  his  awn  business, 

AIL  Communications,  with  his  wife, 
fkuiene.  In  the  past,  he  has  worked  i7i 
both  television  and  mdio  b)X)adcasting. 

He  has  also  appeared  on  the  television 
tk  nes  'The  X-Files,  ” lehete  he  played 
the  tvleof  an  "ajmless  preache)'.'' 

Alvin  and  Dafiene  live  in  Regi)ia, 

Saskatchewan,  Canada  with  Vance, 

Alvin's  Uhyear-old  sonfivm  a previ- 
ous maniage. 

Alvin  was  bom  without  amis  after 
his  motiwr  was  give))  the  drug  thalido- 
)nide  dwitig  ha- p)'eg)ia)icy. 
lluilidomide,  a d)vg  pivsnibed  far 
)no)iihig  sichwss  in  Ewvpe  and 
Co)iada  in  the  late  1950s  and  eariy 
1960s,  was  e))cnh(ally  found  to  cause 
an  i))C)vase  i)i  bi)1hs  ofchiUiivn  with  limb  anat)ialies.  In 
1962,  thaluknnide  was  taken  off  the  market. 

'Die follo)vi))g  was  adapted f)vm  an  interview  between 
Law  a))d  ExcEinosAh  Rari-aYI’  intern  Amanda  Young. 


Alvin  Law 

Feet  first! 


Aivin  at  18 
months — ready 
for  a cold  winter! 


w 


f hen  I was  bom,  the  doctors  told  my  parents  I 
would  require  full-time  care  for  the  rest  of  my  life. 
My  parents  decided  they  couldn’t  i*ope  with  that 
kind  of  rt'sponsibility.  They  were  a fami  family,  and  they 
made  a decision  ixbout  what  was  best  for  the  farm.  They 
left  me  in  the  hospital  to  be  adopted. 

"llie  couple  who  aaopted  me  were  alieady  grandparents, 
lliey  decided  to  become  foster  parents  because  tlieir  two 
sons  were  no  longer  living  with  them.  They  were  lonely 
«md  my  mom,  Hilda,  was  too  old  to  have  another  child.  My 
dad.  Jack,  workeil  long  liours  as  a mechanic.  Although 
they  didn’t  have  a lot  of  money,  they  su’  e had  a lot  of  love. 
Tliat  soimds  like  a cliche,  but  they  were  just  very  special 
piM:)ple. 

Pertia|)s  noiv  importantly,  they  were  practical  people. 

Tlioy  didn’t  shepherd  me  from  hospital  to  hospital  Hying  to 
find  a “cure."  They  simply  decided  1 was  going  to  have  to 
work  things  out  myself. 

I rememlxT  the  fust  time  my  motlier  asked  me  to  do  the 
dishes.  1 looketi  at  her  and  asked,  “How?" 

Her  answer  was  simple:  “Well,  you’re  the  one  without 
iinns — ^you  flgiut^  it  out." 

Public  school 

My  pmvnts  fouglU  to  have  me  attend  the  public  school  across 
the  stm»t  fh^m  m;^^  house.  It  wasn’t  a political  causo— 4hey 
wt'n'n’t  trying  to  cliangc'  tlie  system.  TI\ey  were'  simply  being 
piTUtie*ai.  Why  go  ivross  town  to  a spec  ial  education  school, 
when  you  could  just  go  across  the  stit'et? 

I never  recognized  the  magnitude  of  my  going  through 
the  regular  school  system.  School  was  school,  tiowever. 
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I understood  a little  bit  of  the  politics 
because  I was  in  the  principal’s  office 
the  day  he  told  my  parents  that  I 
could  attend.  At  that  moment,  I 
remember  feeling  I didn’t  belong.  But 
at  the  same  time,  I was  thrilled  to  go 
to  the  same  school  as  my  friends. 

I was  one  of  those  kids  who  was  often  left  out  on  the 
playground.  I couldn’t  do  ail  the  rough  stuff— tackle,  fight, 
climb  trees.  My  friends  never  deserted  me,  but  they 
weren’t  going  to  push  the  other  kids  to  let  me  play.  So  my 
sporting  activities  were  based  in  my  backyard.  I played 
soccer,  which  was  a natural  for  me,  but  it  wasn’t  a big 
sport  back  then.  I played  hcKkey  in  the  winter,  I would  just 
kick  the  puck.  I spent  each  summer  exploring,  swimming 
and  playing  in  the  lake  at  our  summer  cabin.  Those  experi- 
ences became  more  important  to  me  than  sports. 

Feet  first 

Duiing  my  childhood,  I went  to  reliabilitation  hospitals  every 
year  from  Uie  time  I was  tlrree  until  I was  about  14.  Doctors 
focused  on  training  me  to  use  artifidal  amis.  Theoretically, 
these  arms  would  work  as  well  as  real  ones,  but  I became 
truly  handicapped  when  I tried  to  use  them.  The  prosthetic 
amis  felt  foreign — uncomfortable  and  hea'y.  Tliey  made  me 
feel  unlike  myself.  Because  I had  never  tost  my  amis  and 
hands,  I liad  no  instinct  for  using  them.  In  the  end,  what  I was 
bom  with  worked 
best  for  me. 

In  fact,  I was 
always  pleased  that  I 
could  do  things  with 
my  feet  that  other  kids 
did  witli  their  handa  I 
liked  chemistry  class 
because  of  the  lab 
work-  It  was  a point  of 
pride  that  I never  liad 
an  accident  My  par- 
ents pushed  me  to  be 
extra  good  at  doing 
things  with  my  feet 
People  notice  it  to  this 
day.  m be  on  an  air- 
plane and  tlieyll  hand 
out  tliose  little  bags  of 
pejinuts.  Most  people 
will  offer  to  open  them  for  me.  But  I have  no  problem  opening 
tliose  bags.  I work  hard  at  Hying  to  be  dexterous.  Fn?  a perfec- 
tionist; I make  sure  I don’t  have  any  accidents  or  little  spills. 

Joining  the  band 

Looking  back  at  my  iiigh  school  years,  1 realize  that  rela- 
tionships with  friends  and  girls  were  too  important  to  me.  I 
felt  I needed  many  friends  and  a strong  dating  life  to  be 


**Duiing  high  school,  music  was  the 
biggest  part  of  my  life,”  says  Alvin, 
Using  a specia!  chair  equipped  with 
damps  to  hold  the  instrument  in  place, 
1 7-year-old  Ah/ln  used  his  feet  to  rlay 
trombone  In  the  Yorkton  City  E«jind. 
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accepted.  The  problem  was  that  it  never 
happened.  I had  good  friends  here  and 
there,  but  oui*  friendships  became  veiy 
complicated  in  high  school. 

The  biggest  part  of  my  life  during  that 
time  was  the  school  band.  When  I was  1 1, 

I scored  very  highly  on  a music  aptitude 
test  at  school.  My  mom  got  a phone  call 
from  the  band  director,  saying,  “We  jast 
can’t  let  a masician  like  this  slip  by.  We 
want  him  in  the  band.” 

My  mom’s  immediate  response  was, 

“You  don’t  l<now  him,  do  you?” 

Surprisingly,  they  invited  me  to  join  the 
band  even  after  my  mother  explained  that  — — 

I had  no  amis.  I learned  how  to  play  the  trombone.  The 
band  director  built  a chair  for  me,  with  rods  and  clamps 
that  held  tlie  trombone.  I moved  the  slide  with  my  right 
foot.  In  1978, 1 actually  ended  up  being  rated  one  of  the  top 
ten  high  school  jazz  trombonists  in  the  countiy.  I played  in 
an  all-star  band  that  year  and  won  several  competitions. 

I didn’t  become  a skilled  musician  overnight,  however.  I 
worked  very  hard  at  it  Music  became  my  biggest  outlet — the 
trombone,  the  drums  on  the  side,  and  singing  in  choirs. 


A new  family:  AMn,  Dariene  and 
eight-year-oid  Vance  Law.  Alvin  and 
DaHene  were  married  in  July  1 992  in 
Yofkton,  Saskatchewan. 


On  Saturday  nights  when  other  Idds  went 
out,  I stayed  home  to  practice.  I didn’t 
date,  I didn’t  party,  I had  the  trombone. 

I blamed  all  of  my  social  problems  on 
my  disability.  Without  question,  high 
school  was  the  most  difficult  period  of 
my  life. 

Independence 

After  high  school,  I went  to  Mount  Royal 
College  in  Calgary,  Alberta,  about  600 
miles  from  where  I grew  up.  I had  decid- 
ed to  go  into  broadcasting,  and  Mount 
Royal  was  one  of  the  two  best  broadcast- 
ing institutions  in  Canada. 

— I was  not  looking  for  education  as  much 

as  independence.  Mount  Royal  was  perfect — ^it  was  a small 
college  with  about  4000  students.  I made  a commitment  to 
myself  that  I was  not  going  to  worry  so  much  about  rejection, 
friends  and  e veiything  that  had  seemed  so  important  to  me  in 
high  school  And  it  worked.  Before  I knew  it,  I was  not  only 
accepted  by  my  peers,  but  I had  started  to  date  and  go  to  par- 
ties. I becanre  a bit  of  a social  butterfly,  like  a lot  of  college 
students.  But  not  at  the  expense  of  my  marks — I graduat- 
ed with  honors. 

roitfhwcd  on  page 


The  Baby  Joggei® 

Mobility  and  comfort  combine  for 
both  parent  and  child  I The  Baby 
Jogger  offers  new  models  to  suit  a 
variety  of  special  needs.  Go 
anywhere  with  the  ultimate 
all-terrain  stroller.  Travel  over 
gravel,  grass,  curbs, even  sand  and 
snow  with  “The  stroller  for  runners." 
Trips  to  the  beach  or  park  are  easy 
with  the  smooth-rolling  three  wheel 
design.  Models  available  for 
children  of  all  ages.  Folds  easily  for 
transport,  adapts  to  seating  inserts. 
FREE  BROCHURE. 

Racing  Strollers  Inc. 

FOB  2189,  Yakima,  WA  98907 
1-800-241-1848 
Safe,  stable,  endorsed  by  pediatricians. 
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At  Devereux. . . 

a helping  hand  is  just  a phone  call  away 

1.800-345-1292 


In  a nationwide  network,  Devereux 
provides  services  to  individuals  of  all 
ages  who  have  a wide  range  of 
emotional  disorders  and/or 
developmental  disabilities. 

Devereux  services  include: 
residential  treatment  centers 
community-based  group  homes 
day  treatment  programs 
transitional  living 
acute  and  partial  hospitalization 
foster  care  homes 
family  counseling  and  therapy 
in-home  services 
aftercare  programs 
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Devereux 
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Getting  started 

In  1980, 1 found  a job  as 
a radio  disc  jockey,  and 
I worked  in  radio  for 
almost  a year.  I didn’t 
stay  with  it  long 
because  I was  presented 
with  an  opportunity  to 
become  a lecturer  dur- 
ing the  International 
Year  of  Disabled 
Pereons.  A fiiend  of 
mine  had  received  a 
grant  to  do  a year  of  programming  for  the  schools.  He 
couldn’t  take  on  the  project  by  himself,  so  he  asked  me 
to  help  him. 

I had  learned  communication  skills  in  college,  but  I dis- 
covered my  ability  to  lecture  when  I went  on  the  road  to 
speak  to  students.  I’m  always  amazed  when  people  say,  “I 
could  never  get  up  in  front  of  a group  and  talk.”  That’s 
where  I’m  most  comfortable! 

Still,  the  hardest  part  about  this  kind  of  speaking  is 
remaining  honest  with  myself  as  I go  out  in  front  of  audi- 
ences and  open  up  my  life.  I was  never  an  extremely  pri- 
vate person,  but  I still  felt  reluctant  talking  about  certain 


Newlyweds  Alvin  and  Darlene 
posed  for  the  camera  at  every  turn. 
Hero  they  make  the  first  cut  into 
their  wedding  cake. 


j things.  It  an  eye-opener  to  me  that  I could  do  it,  and  I 
j felt  quite  proud  liiet  people  appreciated  my  doing  it  I’d 
found  my  niche. 

Positive  thinking 

Unless  somebody  can  give  me  a better  job  than  this  one, 

I whici.  is  unlikely.  I’ll  probably  be  a motivational  speaker 
forever.  Before  I found  this  career,  I felt  as  if  I was  sub- 
ject to  society’s  whims;  now  I am  in  a position  to  bring 
j about  change. 

j I do  g^proMmately  250  programs  a year  in  high  schools 
j all  over  North  America,  primarily  in  Canada  My  speeches 
I address  self-image,  self-esteem  and  positive  thinking.  They 
are  designed  lil;e  most  motivational  programs — ^meant  to 
encourage  positive  thinking.  I believe  that  if  you  have  a posi- 
tive attitude,  good  things  will  hs^^pen  to  you. 

In  my  speeches,  I stress  the  importance  of  holding  on 
to  the  dreams  and  beliefs  we  had  when  we  were  young. 
Children  are  sure  they  can  accomplish  anything.  When  I 
was  a little  kid,  I didn’t  doubt  myself.  That  certainty 
came  back  to  me  later  on,  when  I finally  got  my  act 
together  again.  People  call  that  kind  of  self-confidence 
“maturity.”  Is  that  maturity?  I don’t  know.  But  now  that 
I’ve  been  around  the  block  a couple  times,  I can  finally 
recognize  what’s  important.  EP 


THE  CHAIRSCHOLARS 
FOUNDATION,  INC. 


hairscholars 


would  like  to  congratulate  our  first  four  CHAIRSCHOLAR  College  Graduates: 

Wanda  General  - Valencia  Junior  College,  Orlando,  FL 

Amy  McKnight  - Michigan  State  U.,  Lansing,  MI 

Joel  Post  - U.  of  South  Florida,  Tampa,  FL 

Vi  Vorsane  - ITT-Engineering,  Dayton,  OH 

All  of  these  wheelchair-confined  students  have  overcome  great  obstacles  to  accomplish  their  goals: 
They  could  not  have  done  so  without  donations  from  YOU!! 


We  also  welcome  our  four  new  CHAIRSCHOLARS  who  will  be  in  college  this  Fall: 
Katie  Cubbage  - East  Carolina  U.,  Greenville,  SC 
Erika  Medina  - Gonzaga  U.,  Spokane,  WA 

Ellen  Stem  - State  U.  of  NY,  Farmingdale,  NY 

Joey  Thomas  - U.  of  South  Carolina,  Columbia,  SC 


These  students  will  join  six  other  CHAIRSCHOLARS  enrolled  in  schools  throughout  the  U.S.  - Best 
wishes  to  them  all\ ! ! 


The  trustees  thank  all  of  you  for  helping  these  courageous  young  men  and  women  pursue  their  dreams 
with  your  kind  help. 

Scholarship  applications  for  the  CHAIRSCHOLAR  Program  can  be  obtained  from  “Doc”  and  Alicia 
Keim:  17000  Patterson  Road  #38,  Odessa,  FL  33556.  Deadline  for  filing  for  college,  .Autumn  1996  - 
January  15,  1996.  High  School  Seniors  and  College  Freshmen  in  wheelchairs  should  apply. 
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p;^in0  basketball,  singing  and  dandng.  Lauren’s  mom, 

Dianei  descttties  her  daughter  as ‘‘beautiful,  funny  and 

very  sodable."  Lauren  has  a seizure  disorder  and  mild 


mental  retardatioa 


Last  Christmas 
fburkffour-montb- 
bidViik^ 

.•^^ppplngw  ' 

^sipWpitudepf 
» 'polnee^l  Mom 
Maiy-1^  reports 
. , tbat  y|i«^ 
t^tp  plsw  with  his 

^ ^Aplano,  but  his  fovorite  ‘noy”  Is  his  four-year-old  sister, 

. ; JCMfj^Vincent,  who  lives  in  West  Babylon,  New  York, 
has  riiuttiple  ph^cal  disabilities  including  arthrogrypo- 
> si^  a condition  causing  severely  decreased  joint  mobili- 
V and  a variety  of  limb  atKxnalies. 


is  that  a two-tone 
dog  bone?  Mom 
Penny  caught  two- 
year-old  Kyler 
Aubrey  sharing  his 
Christmas  candy 
cane  with  his 
“guardian  angel," 
Molly.  Kyler  has 
developmental 
delays,  but  has  not 
^i,„,  .tt-  1 with  a specific  disability.  His  mottier 
i„f^es  that  Kyler  is  a happy  child  whose  “smile  is 
' %o^  a thousand  words."  The  Aubreys  live  In 
•'Illlprthin^Oaorgia. 
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Would  you  tiko  to  nhorm  « favorito  candid  anapahot  or  aiida  of  your 
child  and/or  famify  with  other  readers  of  Exceptional  Parent?  Send  it  to: 
Readers*  Photos,  Exceptional  Parent,  209  Harvard  Street,  Suite  303, 
Brookline,  MA  02146,  (Sorry,  photos  cannot  be  mtumed.)  On  a separate 
sheet  of  paper,  write  your  child*s  full  name,  age  at  the  time  p^to  was 
‘ :en,  address  and  daytime  phone  number,  and  k^ntj^ev^efyone  in  the 
dto.  If  you  like,  you  can  also  write  a few  sentenlmmoout^r  child, 
an  k)ok  for  a famHiar  face  In  an  upcoming  isauel 
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With  avail  2001 
Enclosed  Bed 

3 

Now  your  child  or  loved  one  can  enjoy  the  fun 
of  a canopy  or  tent-shde  bed,  plus  the  protec- 
tion of  a soft,  sturdy  enclosure  that; 


• Reduces  falls  and  injuries. 

• Controls  wandering. 

• Kncourages  more  relaxed  sleep. 

• Accommodates  medical  equipment. 

• Fits  all  ages  from  child  to  adult. 

• Includes  a removable  bedskirt  and  border 
in  your  choice  of  colors. 

A patented  design,  Vail  beds  are  frequently 
covered  by  private  and  state-funded  insurana*. 
And  they  come  complete  with  mattress, 
enclosure,  manually  adjustable  head  and  foot, 
I -year  warrant^'  lifetime  service,  and  easy  step- 
by-step  '.issembly  video. 

For  a FREE  catalog,  call 
1-800-235-VAIL 


THE  WHOLE  F .A  M I L Y SLEEP*;  E .A  S I E R 
WITH  A VAIL  ENCLOSED  BED 


CtrcIo  #33 
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lare  and  Ron 
Broosof 
Cottage  Grove, 
Minnesota  had 
raised  five  children  of  their 
own.  Tliey  felt  more  than 
ix^ady  to  become  grandpar- 
ents, and  were  thrilled  when 
their  first  grandchild,  Andy, 
arrived  in  Augiist  1985. 

Andy’s  physical  develop- 
ment seemed  fairly  typical, 
but  he  cried  a lot  and 
never  slept  through  the 
night  Still,  Clare  and  Ron 
were  anxious  to  have  Andy 
spend  a night  at  their 
house.  How  tough  could 
one  night  be?  But  Andy 
would  not  go  to  sleep — 
none  of  Grandma’s  or 
Grandpa’s  tried  eind  true 
methods  worked.  At  2 
am.,  Clare  and  Ron  raised 
the  white  flag;  they  called 
Andy’s  parents  to  come 
pick  him  up. 

At  Andy’s  two-year 


Grandparents 

Have 

Special  Needs,  Too 


by  Jane  Johnson 


check-up,  his  doctor  told  the  family  that  Andy  had  develop- 
mental delays  “too  severe  to  test.”  A few  years  later,  he 
was  classified  as  having  pervasive  developmental  disorder 
(PDD),  with  impairments  of  social  interaction,  verbal  and 
nonverbal  communication  and  imaginative  play. 

Andy’s  grandparents  were  devastated.  “We  didn’t  know 
where  to  turn,”  Clare  remembers.  “We  gave  all  the  support 
we  could  to  our  children,  but  we  had  no  one  to  turn  to  our- 
selves. We  called  around  to  see  if  any  support  was  avail- 
able. Someone  referred  us  to  the  Grandparent  Program  at 
the  PACER  Center  in  Minnes^olis.  It  was  such  a relief  to 
find  someone  doing  something  for  grandparents.” 

A anlqiie  pocttlon 

Grandparents  of  children  with  disabilities  often  find  them- 
selves in  a unique  position.  While  expected  to  provide 
emotional  and  practical  support  to  help  their  adult  child 
adjust  to  the  demands  and  stresses  of  having  a child  with  a 
disability,  grandparents  may  be  struggling  with  their  own 
uncertainty  and  grief.  Lacking  direct  access  to  the  informa- 
tion resources  available  to  their  children — doctors,  social 
workers,  therapists  and  other  families  of  children  with  dis- 
abilities— grandparents  may  not  receive  sufficient  informa- 
tion about  Uie  nature  of  a grandchild’s  disability  or  its 
effects.  Many  grandparents  also  feel  an  intensified  level  of 
sorrow;  they  grieve  not  only  for  themselves,  but  also  for 
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Members  of  the  PACER 
Center  Grandparent  Program 
enjoyed  a grandparent-grand- 
child picnic  in  June  1995. 


their  adult  child  and  their 
grandchild. 

Many  communities  have 
services  to  meet  the  needs 
of  children  with  disabilities 
and  their  parents,  but  very 
few  ever  consider  the  spe- 
cial needs  of  their  grand- 
parents. But  grandparents 
have  special  needs,  too.  As 
Joyce  Ratner,  PACER 
Center  volunteer  and  first 
co-chairperson  of  its 
Grandparent  Program,  puts 
it  "Being  the  grandparent 
of  a child  with  special 
needs  is  the  same  as  being 
the  grandparent  of  any 
child,  but  it’s  different, 
too — aright  from  the  begin- 
ning. The  birth  of  a child 
with  disabilities  i*^troduces 
uncertainty  and  mixed 

emotions  into  an  event  that  usually  reassures  grandparents 
that  their  family  is  continuing  into  the  future.” 

Manning  a network  oi  support 

In  1990,  at  the  PACER  (Parent  Advocacy  Coalition  for 
Educational  Rights)  Center — ^the  Parent  TVaining  and 
Information  center  (PTI)  for  parents  of  children  with  disabili- 
ties in  Minnesota — advisory  board  member  Sara  Lieberman 
first  raised  the  topic  of  grandparents  during  a discussion 
about  ways  to  expand  PACER’s  suppoils  for  parents. 
Lieberman,  the  pai'ent  of  an  adult  son  with  a disability, 
recalled  that  her  son’s  grandparents  had  also  struggled  with 
issues  related  to  his  disability.  If  PACER  could  help  to  meet 
some  of  the  special  needs  of  grandp;irenls,  Sara  told  the 
board,  these  grandparents  could  become  a valuable  source 
of  strength  and  support,  to  their  adult  children  facing  the  day- 
to-day  demands  of  raising  a child  with  disabilities. 

There  were  few  program  models  to  be  found,  so  PACER 
Co-director  Paula  Goldberg  decided  to  draw  on  the 
Center’s  experiences  with  parents.  Time  and  again,  PAf’ER 
had  seen  that  parents  of  children  with  disabilities  became 
able  to  provide  valuable  support  and  practical  advice  to 
other  parents  once  they  became  knowledgeable  about  dis- 
abilities and  available  services.  Extended  networks  of  sup- 
port were  a source  of  strength  to  parents;  maybe  the  same 
model  could  work  for  grandpments. 
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Pictures  and  stories 

In  1991,  PACER  held  two  workshops  to  introduce  its 
Grandparent  Program.  More  than  150  people  from  through- 
out the  state  attended.  The  first  workshop  focused  on  ways 
to  organize  support  groups  for  grandparents;  the  second 
dealt  with  issues  of  grief,  loss  and  finding  new  dreams. 

Following  these  workshops,  a group  of  grandparents  orga- 
nized to  become  the  Program’s  advisory  board  and  planning 
committee.  Tlie  plamiing  committee  surveyed  grandparents 
to  ensure  t!";at  future  activities  would  be  responsive  to  their 
needs.  Based  on  the  information  collected,  they  began  to 
develop  workshops,  small  support  group  meetings  with  edu- 
cational and  support  components,  and  a grandparent-to- 
grandparent  telephone  network  to  provide  support  to  new 
grandparents  of  a child  with  a disability. 

The  Grandparent  Program  philosophy  asserts  that  grand- 
parents are  their  own  best  resources.  As  one  grandparent 
said,  “I  was  overjoyed  to  walk  into  a roomful  of  people  who 
understood  how  I felt  without  explanation.  No  one  knows  as 
well  as  someone  who’s  been  there.” 

The  Grandparent  Program  support  group  meets  through- 
out the  year,  led  by  grandparents  who  have  been  trained  as 
group  facilitators,  with  PACER  staff  members  serving  as 
information  resources  and  consultants.  Meetings  have  cov- 
ered topics  such  as  inter-generational  communication,  rela- 
tionships between  grandparents  and  their  adult  children, 
ideas  for  summer  activities  with  grandchildren  and  much 
more.  Many  support  group  members  have  become  advocates 
to  maintain  or  improve  the  services  their  grandchildren 
receive.  ’They  offer  encouragement,  comfort,  humor  and 
advice  to  one  another. 

Above  all,  these  grandparents  ei\joy  doing  what  grandpar- 
ents do  best — ^proudly  sharing  pictures  and  stories  of  their 
grandchildren.  A grandparent-grandchild  picnic  in  June  1995 
gave  members  a chance  to  match  the  real  live  grandchildren 
with  the  pictures  and  stories  their  proud  grandparents  had 
shared. 

Members  say  the  support  group  has  reduced  their  sense  of 
isolation.  As  one  member  told  PACER,  “This  support  group 
helped  me  get  out  of  the  closet.  I now  realize  I’m  not  the  only 
grandparent  whose  grandchild  has  a disability.  I feel  okay 
about  asking  for  help  to  understand  her  needs  and  abilities." 

Another . .ember  expressed  liow  the  group  has  eniiched 
her  relationship  with  her  grandson,  “The  support  group  has 
relieved  me  of  one  of  my  biggest  worries — that  of  concen- 
trating solely  on  my  grandchild’s  disability.  Now,  I see  the 
child  first,  not  the  disability.”  EP 

Jattc  Johiusoif  Ls  the  coonliHafor  oj  t hr  PACER  Crntrr 
Gnindpa^mt  P^vgmm,  Fora  b)X)dn(rr  orrnoiv  i){formafio)i 
almit  the  Pwgnnn,  PACER's  other pwjrcts  ora 

ftve  jmhlieat ion  list,  contact  PACER  Center,  4826  Oiicago 
Are.  South,  Minneaixdis,  MN 55417^1098;  (612)  827^2966, 
VAITY;  (612)  8272)065,  J'a.r;  e-mail:  7nn}xice)<^gteefis,com. 
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Floor  or  Booster 
Folding  Chair 
24n-one 

Great  Seater 
for  floor  activity 
and  a Booster 
Chair  for  home 
or  restaurants 


FoWn  Carry 


Call  for  brochure:  circle  #243 


1 800  286  8181 


Who  do  you  trust  for 
Special  Needs  Trust  Mmagement 
for  your  child’s  assets? 

Today,  a child  with  a disability  could  outlive 
his  or  her  parents.  Who  do  you  trust  to 
supervise  the  assets  you  leave  behind  for 
your  disabled  child? 

PaineWebber  Personal  Trust  Services 

• Special  Needs  Trust  Services 

• Asset  Management 

• Competitive  investment  products 
and  services  with  reasonable  fees. 

• Coordination  of  Trust  payments  with 
public  benefits,  supplemental,  needs, 
and  preservation  of  eligibility. 

Ken  Horwitz 

Senior  Vice  President-Investinenis 

(800)  242-7526 

Fain^9(U^ber 

1201  Third  Ave.,  Suite  2400,  Seattle,  WA  98101 

© 1995  PdlncWcbbcr  Incorporated.  Member  SIPC 


ERIC 


Circle  *281 

DECEMBER  1995  / EXCEPTIONS  PARENT  « 31 


1048 


“Nomial” 

A Grandmother's  Point  of  View 

by  Diane  Bennett 


@he  situation  was  out  of 
my  control  My  daugh- 
ter and  her  husband 
were  not  in  as\y  posi- 
tion to  have  a child,  let  alone  a child 
with  special  needs!  I wasn’t  ready  to 
be  a grandparent,  and  I definitely 
wasn’t  prepared  to  welcome  a baby 
with  missing  genetic  information. 

Why  was  this  child  determined  to 
join  us?  if  I had  to  have  a grand- 
child, I wanted  one  with  all  the  “nor- 
mal stuff.”  I had  I'aised  my  daughter 
with  “normal  stuff"  in  mind. 

Images  of  normalcy  surroimd  us 
to  the  point  that  most  of  us  take 
“being  normal”  for  granted.  Sure, 
once  in  awhile  you  see  a child  with 
“problems,”  but  it’s  easy  enough  to 
glance  away.  Healthy,  happy  chil- 
dren make  their  way  into  our 
hearts  on  many  of  our  favorite  TV 
shows;  baby  magazines  are  full  of 
how-to  articles  for  parents  of  chil- 
dren who  are  growing  and  devel- 
oping in  typical  ways;  “normal”  is 
implied  in  the  advertising  and  pack- 
aging of  each  appealing  baby  prod- 
uct. This  was  the  “normal”  I knew. 
This  was  the  “normal”  I had  expect- 
ed. This  was  the  “normal”  I passion- 
ately wanted  for  my  daughter — and, 
yes,  for  myself. 

Diagnosis 

“Deletion,”  the  doctor  told  us. 
“Mackenzie  has  a deletion  on  tiie  end 
of  the  long  arm  of  her  twenty-second 
chromosome.  She  is  genetically  dif- 
ferent from  other  children.  You  nfight 
say  she  is  nussing  a small  but  impor- 
tant pail  Her  condition  is  quite  rare. 
You  will  have  to  be  patient  and  see 
how  she  progresses.”  He  looked 
down  at  his  notes  and  began  nodding 
us  toward  the  hall,  then  added,  “It  is 


I don’t  know  if 

MY  LIFE  IS  “NORMAL,” 
BUT  I DISCOVERED 
THAT  WHEN  I WAS 
READY  TO  CHANGE, 
SUPPORT  WAS  AVAILABLE 
AND  POSSIBILITIES 
SHOWED  THEMSELVES 
IN  A BRIGHT, 

NEW  WAY. 


Diane  Bennett  holds  her  14-nrK)nth-old 
granddaughter,  Mackenzie  Lopez. 


difficult  to  determine  the  extent  of 
her  developmental  delay.  I’m  sony, 
but  I don’t  have  that  much  informa- 
tion to  give  you.” 

Mackenzie’s  diagnosis — and  the  lit- 
tle bit  of  information  the  doctor 
could  provide — brought  some  relief, 
but  it  brought  something  else,  too.  I 
became  increasingly  sensitive  to  the 
frequency  with  which  regular  growth 
and  develcpment  surrounded  me, 
blasting  me  at  every  turn. 

A simple  trip  to  the  grocery 
store  threv/  me  into  emotional  tur- 
moil. By  the  time  I hit  the  cereal 
aisle,  I would  have  Jilready 
wheeled  my  cart  past  scores  of 
yoimg,  attractive  parents  with 
active,  normal,  adorable  children. 

It  made  me  sick!  I painfully 
resented  their  good  fortune  and 
health.  Where  was  my  wallet  foil 
of  cute  snapshots  of  my  normal 
baby  granddaughter?  Why  was  my 
daughter  beset  by  never-ending  doc- 
tors’ appointments,  teary  phone  calls 
and  an  endless  trail  of  paperwork? 

Outside  the  boundaries 

I had  been  carelessly  tossed  outside 
the  boundaries  of  that  safe  world 
inhabited  by  my  peers.  I was  living  in 
a place  where  everyday  events  took 
on  sinisler  shapes: 

Just  another  shopping 
tnp  mith  afiiend — my 
turn  to  drive  so  I sicung 
by  to  pick  hei'  up.  As  she 
slid  into  the  seat  nevt  to 
me,  she  excitedly  said, 

''Look  what  Laum  and 
Pam  made  in  their 
Mommy-and-Me  class.  ” 
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She  was  proudly  wearing  a phik  tee-shirt 
with  impnnts  of  baby  feet  and  the  caption 
**I  walk  all  over  Gtmidmaf 

The  rational  part  of  me  knew  it  was  just  a cute,  silly  tee- 
shirt,  but  the  rest  of  me  felt  personally  exposed  and  insult- 
ed. My  heart  jumped,  my  eyes  welled  and  I quickly  blinked 
back  tears. 

“How  insensitive  to  flaunt  that  in  my  face!”  I thought. 

“I’d  love  Mackenzie  to  walk  all  over  Grandma!  Td  love 
Macky  to  walk  at  all!” 

Facing  my  fears 

Months  passed.  I was  constantly  tired.  I was  always  on  the 
verge  of  tears,  ominously  aware  of  a vague  cloud  of  fear  that 
hovered  in  my  mind.  “Great,”  I told  myself.  “It  was  bad 
enough  my  daughter  had  a child  with  a disability.  Now  she’s 
got  a crazy  mother,  too.” 

Something  had  to  change.  The  situation  was  not  going 
to  change,  but  I could.  Other  parents  and  grandparents  had 
met  similai‘  challenges  head-on.  It  was  time  for  me  to  face 
my  fears. 

I began  by  volunteering  in  special  needs  classrooms  and 
recreation  programs.  I fed  children,  took  them  out  into  the 
sun,  turned  on  music  tapes,  v/iped  faces  and  diapered  bot- 
toms. I lifted  kids  into  standers  and  positioned  them  on 
horseback.  I listened  to  their  assorted  squeals  and  giggles. 

I saw  a lot  of  grins. 

I “hung  out”  at  Macky’s  school,  where  my  granddaughter 
and  other  infants  rolled  on  the  mats,  played  with  the  toys 
and  received  physical  therapy.  I rubbed  elbows  with  coura- 
geous parents  and  skilled  professionals. 

Somewhere  during  this  time,  I heard  the  phrase,  “Raise 
the  child  not  the  disability.”  I liked  the  tone  of  that.  It 
jarred  my  perceptions.  It  felt  like  a place  to  start. 


Cleaning  out  the  “thought  boxes’" 
Before  Mackenzie’ s birth,  I could 
have  told  you  exactly  what  I thought 
about  almost  anything.  My  rigid  ideas 
fit  nicely  into  sealed  ‘1:hought  boxes.” 
I had  empathy  for  the  “special  situa- 
tions” of  others,  but  when  / came  up 
against  something  that  would  not  fit, 
something  I did  not  want,  something 
I could  not  change,  it  wreaked  emo- 
tional havoc. 

Mackenzie’s  arrival  pron^ptcd  some 
real  cleaning  of  my  “thought  boxes.”  I 
had  to  learn  to  look  for  ti\e  whole 
rather  than  the  parts,  the  similarities 
rather  tlian  the  differences.  1 had  to 
learn  to  see  the  child,  not  the  disability. 

Elghteon-monlh-old  Mack'^nzie  munches  a 
cookie  white  showing  off  her  newly- 
acquired  skill  of  slttKig  independently. 


mr-M 


Enjoying  a day  at  the  beach,  Mackenzie,  17  months,  “adjusts” 
Grandpa  Bruce  Bennett’s  swimming  goggles. 
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In  the  process,  I became  the  “normal”  doting  grandmother. 
Both  Mackenzie  and  / are  all  smiles  and 
giggles  as  I hold  her.  She  reaches  out,  first 
touching  my  nose,  then  my  lips.  Her  hand 
brushes  my  cheek.  One  more  stretch  and 
she  has  the  piize — Grandma's  eaning! 

IVe  learned  that  “being  different”  coexists  with  “being  nor- 
mal.” Love,  joy,  frustiation,  hope,  anger,  confusion,  change, 
worry,  playfulness,  sorrow — ^these  emotions  are  part  of  every 
pai*enting  or  grand-parenting  experience.  No  matter  what  the 
situation,  you  do  your  best.  You  love.  You  wonder.  You  hope. 
You  hold  tight  to  course.  You  develop  faith. 

I see  my  daughter  doing  these  things  and  I am  proud.  I am 
moved  by  her  love  and  early-found  maturity.  And  I am  capti- 
vated by  my  granddaughter,  who  is  beautiful  beyond  words. 

I don’t  know  if  my  life  is  “normal,”  but  I discovered  that  when 
I was  ready  to  change,  support  was  available  and  possibilities 
showed  tiiemseK'es  in  a bright,  new  way. 

Mackenzie  came  into  my  world 
and  changed  everything.  And  I mean 
everything.  Not  just  practical  reali- 
ties like  care  and  money.  Mackenzie 
has  also  given  new  meanings  to  more 
abstract  realities — like  what  is  “ 
normal,”  what  is  fair,  and  what  is 
possible.  EP 

Diane  Bennett  lives  with  Richaid 
Cheek  in  San  Clemente,  California. 
Diane  and  Richaid  enjoy  spending 
time  with  their  extended  family, 
%vhich  includes  four  adult  children, 
a dog,  a cat,  a desert  tortoise  and 
ttvo  chickens.  Diane  recently 
relunml  to  teaching  at  Westmont 
Elementary  School  in  Huntington 
Beach,  Califemia  after  taking  a 
two-year  leave  to  be  loith  her  daugh- 
ter, Molly,  and  granddaughter, 
Mackenzie. 

DBCBMBRK  1995  / EXCEPTIONAL  PARENT  ♦ 33 


Readers  Talk  About: 

Family 


The  Importance  of  Family 


was  an  only  child,  and  accustomed  to  my  privacy. 
" Tlien  I married  Rich,  the  oldest  of  seven  children. 
It  took  a lot  of  getting  used  to. 

Rich’s  family  was  very  close,  and  there  were 
so  many  of  them — ^five  brothers, 
one  sister,  aunts,  uncles,  grandpar- 
ents, great-grandparents,  cousins, 
great-aunt«>  and  great-uncles.  There 
were  so  many  I couldn’t  keep  them 
straight.  When  I was  growing  up, 
there  were  Mom,  Dad,  Grandma 
and  me.  We  saw  the  rest  of  the 
family  once  in  a while.  But  with 
my  husband’s  family,  it  seemed  like 
there  was  always  some  event  hap- 
pening,  and  eveiyone  would  be 
dicre.  It  was  more  than  a little 
overwhelming. 

When  we  started  having  our  own 
children,  my  ideas  began  to  change. 

Thanks  to  Rich’s  large  family, 
someone  was  always  available  to 
babysit  And  since  Rich’s  youngest 
brother  was  just  eight  years  old,  he 
was  always  willing  to  play  with  the 
kids.  A large  family  was  starting  to  look  like  a better  idea 
But  it  wasn’t  until  our  youngest  child  was  bom  that  both 
Rich  and  1 realized  the  tme  value  of  a large,  loving  family. 

Ryan  was  bom  five 


Seven-year-old  Ryan  Carew  had  a front  row  seat  at  his 
aunt's  wedding  two  years  ago.  With  him  were  Poppy 
and  Marta  Jones  and  sister  Amy,  1 0. 
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discussion  IntukifS  i^Excmiom. 

Bmr,  h upcoming 
will  tetsikino  about 

« CMkksn%  ixperfencet  at 
(March  iuje;  deedine  January  1) 

• Family  vacayona  (April  Itsua;  deadline 
February  1) 

• Parenting  twine  when  one  or  bcmi  haw 
dieabliHiei  (May  issue;  deadline  March  1) 

• twenty'  five  years  of  Exct  mowM.  Pmcnt. 
For  our  anniversary  issue,  tell  us  what  the 
magazine  hae  meant  to  you  (June  issue; 
deadline  April  11 
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weeks  premature,  and 
had  a very  difficult 
birth.  After  being  trans- 
ferred to  a hospital  spe- 
cializing in  infant  care, 
he  was  diagnosed  with 
hydrocephalus  (fluid  on 
the  brainy,  doctors  told 
us  he  would  be  in  the 
hospital  for  quite  a 
while. 

From  day  one,  our 
families  pitched  in  to 
help.  Grandparents 
took  care  of  our  two 
older  daughters, 
Maggie  and  Amy  The 


girls  spent  most  of  the  next  six  weeks  at  my  parents’ 
house,  and  Rich’s  parents  cared  for  them  when  my  parents 
went  to  visit  Ryan. 

All  of  Ryan’s  grandparents  came  to  visit  as  often  as  pos- 
sible. These  times  were  a great 
source  of  support,  I will  never  for- 
get the  first  time  my  mother  held 
Ryan.  He  was  hooked  up  to  all 
kinds  of  tubes,  but  grandma  could 
see  nothing  but  her  beautiful  new 
grandson.  I can  still  see  her  hold- 
ing him  as  she  sat  in  a rocking 
chair  next  to  his  bed.  She  rocked 
him  and  sang  an  Irish  lullaby.  I 
could  feel  the  immediate  bond  that 
formed  between  them. 

This  past  year  has  been  an  espe- 
cially hard  time  for  Ryan,  and  for 
the  rest  of  the  family  as  well.  Ryan 
went  from  an  active,  vivacious 
seven-year-old  to  a child  who 
could  not  get  out  of  bed.  He  was 
having  multiple  seizures,  and  trou- 
ble with  his  shunt  (the  tube  placed 
in  his  head  to  drain  the  extra  fluid 
off  his  brain).  Ryan  spent  two  months  in  the  hospital,  and 
had  five  new  shimts  put  in.  As  each  one  failed,  he  became 
increasingly  weaker. 

Our  families  rallied  around  us  again,  doing  whatever  they 
could  to  help.  Relatives  stayed  with  Ryan  whenever  Rich  or 
I couldn’t  be  there.  They  brought  foods  he  liked  to  tempt 
him  to  eat  and  talked  to  him  several  times  a day  on  the 
phone.  Family  members  also  took  care  of  the  girls,  keeping 
their  everyday  lives  as  normal  as  possible.  Those  family 
members  and  Mends  who  could  not  visit  the  hospital  sent 
endless  cards  and  letters.  Ryan  was  thrilled  by  all  the  mail. 

My  perspective  on  extended  family  is  much  different 
than  it  once  was.  I now  wonder  how  we  would  ever  sur- 
vive without  them.  They  surrounded  us  constantly  while 
Ryan  was  in  tlie  hospital,  and  far  from  feeling  over- 
whelmed, I could  only  say,  “Thank  God  they’re  here.” 

Being  part  of  a large  family  is  great;  I’m  so  glad  our  chil- 
dren are  growing  up  with  an  intimate  knowledge  of  how 
very  important  family  Is. 

— Kathy  Caiviv 
West  Haven,  ComiecHcut 
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Love  + Inclusion  = Family 


hen  OUT  two  girls  were  first  diagnosed  with  Down 
syndrome  (Melinda,  11)  and  cerebral  palsy  (Mary, 
8),  everyone  in  the  family  initially  reacted  with 
shock  and  denial.  This  was  especially  true  at  the 
time  of  Mary’s  diagnosis;  nobody  could  believe  that  one  fam- 
ily would  be  dealt  two  children  with  special  needs. 

I guess  our  feelings  were  pretty  normal.  But  it  didn’t 
take  long  for  us  to  feel  the  love  of  our  relatives  and 
friends.  This  love — so  strong  it  felt  like  a w arm  embrace — 

is  what  helped  us  through  those 
long  first  days.  And  soon  the 
days  were  not  so  long.  As  the 
years  have  passed,  our  family 
and  fhends  continue  to  share 
our  moments  of  happiness  as 
well  as  sorrow. 

My  husband’s  mother, 

Grandma  Hettel,  has  always  had 
a very  special  relationship  with 
the  girls.  She  is  just  old  enough 
to  be  from  a generation  in  which 
“different”  children  were  kept  out 
of  sight.  She  is  thrilled  that  this  is 
no  longer  the  case;  she  takes 
great  pride  in  being  a part  of  all 
the  girls’  activities  and  showing 
them  off  to  her  friends.  Her  arms 
are  always  open  for  big  hugs  from 
Melinda  and  Mary.  Our  family 


During  an  overnight  visit 
to  the  home  of  Grandma 
and  Grandpa  Ennis, 

11 -year-old  Mary  spends 
some  time  working  with 
Grandpa  on  his 
woodcarving  hobby. 


Grandma  Hettel  celebrates  a birthday  with 
(from  left)  Mary,  4,  and  Melinda,  7. 


feels  so  lucky  to 
have  our  wonderful 
(jrandma  Hettel. 

My  parents, 

Grandpa  and 
Grandma  Ennis, 
have  always  been 
my  strength.  Since  I 
am  their  “little  gii'l,” 

1 can  still  cry  in  their 
arms.  Of  course, 
they  are  also  among 
the  first  to  hear  oui*  joys  as  well. 

My  parents  have  a precious  relationship  with  Mary  and 
Melinda.  J lo  one  tells  a story  like  Grandpa  Enms.  The  girls 
love  to  c’  iddle  in  a big  chair  with  him  to  hear  “just  one 
more.”  C randma  Enrds  has  a lot  of  energy.  She  can  spend  all 
day  playing  with  the  kids.  My  parents  also  love  to  have  the 
girls  spend  the  night  at  their  house.  They  do  this  on  an  indi- 
vidual basis  so  these  times  are  veiy  special. 

When  it  comes  to  our  family  and  friends,  the  one  con- 
stant— besides  love — ^is  inclusion.  There  is  never  a question 
about  whether  our  girls  will  be  welcoire  at  any  gathering. 
Our  family  is  always  well-received,  made  comfortable  and 
included  in  all  the  action. 

Our  extended  family  and  friends  make  us  a fortunate  family. 
To  aU  of  them,  I humbly  say,  “Thank  you!” 

— JuUe  Heliel 
Mai'seilleSy  UUnois 


Papa  and  Nonie 


ommy’s  relationsMp  with  his  Papa  and  Nonie, 
Norman  and  Jacquelin  Janson,  involves  a bond  that 
is  difficult  to  put  into  words.  I know,  because  I’ve 
already  tried  to  write  this  several  times. 
Eleven-year-old  Tommy,  the  second  of  our  foiu*  children, 
has  mental  retardation.  Because  of  his  developmental  delay, 
he  still  has  some  of  the  fears  common  to  very  yoimg  chil- 
dren. For  example,  the  roaring  dinosaurs  at  the  Science 
Center  terrify  him.  So  when  Papa  and  Nonie  bring  the  other 
children  to  the  Science  Center,  Tommy  just  can’t  go  along. 

One  solution  might  be  to  leave  Tommy  out  completely. 
Another  would  be  to  skip  actmties  in  which  Tbmmy  cannot 
participate,  even  if  they  are  things  the  other  children  er\joy. 
Instead,  Papa  and  Nonie  decided  that  when  the  others  do 
something  Tommy  doesn’t  ei\joy,  he  should  get  his  own  spe- 
cial outing  later,  to  Mac’Donald’s  or  to  the  mall — two  of  his 
favorite  places.  At  first  this  solution  seemed  too  simple;  Papa 
and  Nonie  thought  they  should  do  more.  But  they  soon  real- 
ized that  the  little  trips  were  what  Tbmmy  wanted  and 
eqjoyed  the  most. 

Of  coiurse,  there  are  many  places  Papa  and  Nonie  can  bring 
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all  foiu*  children. 

And  OUT  other  three 
children  also  have 
opportunities  for 
individual  time  with 
Papa  and  Nonie. 

But  Tonuny  and  his 
grandparents  are 
especially  close. 

I can  see  the  love 
and  trust  on 
Tommy’s  face  as  I 
watch  him  sit  by  the 
window  waiting  for 
Papa  and  Nonie  to 
come  pick  him  up 
for  one  of  these 

special  outings.  “Papa  come  pick  me  up,”  he  repeats  (about  a 
million  times)  before  they  finally  arrive.  If  he  knows  about  a 
visit  further  in  advance,  he  tells  everyone  he  sees,  even  gro- 
cery store  clerks.  “Pai^a  and  Nonie  coming  Simday,”  he 

Mtifv  Funulff  rutifnmni  on  fnuir 
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Noman  and  Jacquelin  Janson  (aka  "Papa” 
and  “Nonie”)  collated  their  fortieth  wed- 
ding anniversary  with  tlieir  grandchildren, 
(clockwise  from  left)  Tommy,  Stephen, 
Jimmy  and  Ellen. 


continued  from  page  S5 

delightedly  aiinounces  to  the  woiid. 

When  we  plan  family  gatheririgs,  Tbnuny 
tells  me,  **Papa  and  Nonie  come.*’  Tliey  are 
alw:^  first  on  his  guest  list  When  they 
arrive  he  runs  out  to  greet  them  before  they 
even  get  out  of  the  car.  Tommy  is  always 
ready  to  show  them  his  latest  video  game. 
And  Papa  and  Nonie  are  always  ready  to 
watch  and  listen. 


Papa  lent  a hand  with  the  games  at 
Tommy*s  sixth  birthday  party, 


Tommy  knows  that  P^a  and  Nonie  are 
two  of  the  many  people  who  love  him.  He 
loves  them,  too.  Most  importantly,  he  knows 
he  can  count  cm  them.  Seeing  them  together — 
Papa,  Nonie  and  all  four  children — makes  us 
very  glad  there’s  a Papa  and  a Nonie  in  our 
lives. 

Siusan  Moore 
Black  Jacky  MissouH 


Grammy’s 

hen  we  were  children,  my  two  brothers,  my  sis- 
ter and  I always  tried  to  figure  out  which  of  us 
was  my  mother’s  favorite.  “We  know  you  have  a 
favorite,”  we’d  tell  her.  “Who  is  it?” 

My  mother  always  insisted  she  loved  us  all  equally.  Now 
that  we’re  grown  and  have  our  own  families,  we  realize 
that’s  true.  Mom  really  doesn’t  play  favorites. . . Well, 
maybe  with  one  exception — eve^one  knows  she  has  a 
special  place  in  her  heart  reserved  for  her  six-year-old 

grandson, 

Bryant. 

My  sister  and  I 
got  pregnant  for 
the  first  time 
within  months  of 
each  other.  Lynn 
was  a few 
months  ahead  of 
me  and  seemed 
to  be  having  an 
easier  pregnancy 
than  me.  Still,  it 
was  wonderful 
to  share  this 
experience.  We 
eiyoyed  many  ice 
cream  sundaes 
and  daily  chats 
about  what  we  had  for  breakfast — usually  something  fat- 
tening! I was  with  her  when  she  gave  birth  to  her  daugliter 
and  looked  forward  to  her  being  in  the  delivery  room  with 
me  as  well 

It  was  not  to  be.  Bryant  was  bom  by  emergency  c-sec- 
tior. — bom  with  so  many  problems  we  could  hardly  keep 
track  of  them  all. 

My  entire  family,  everyone  from  my  80-year-old  grand- 
mother to  my  cousins,  rallied  around  ;o  provide  comfort 
and  support.  My  sister  visited  the  hospital  faithfully,  even 
though  she  lived  more  tlian  an  hour  away  and  was  caring 
for  a newborn  of  her  own. 

My  mother,  however,  was  my  most  constant  soui'ce  of 
strengUi.  Altliougli  my  husband  had  to  work  every  day,  I 
never  made  that  long  drive  to  the  hospital  alone.  During 
the  four  months  Bryant  spent  in  the  neonatal  unit,  my 
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Favorite 

mother  accompanied  me  to  the  hospital  daily,  providing 
both  emotional  and  physical  support.  She  backed  me  up 
the  day  I sat  in  a meeting  with  medical  professionals  and 
fought  to  bring  Biyant  home.  The  doctors  finally  agreed, 
although  they  were  not  at  afi  sure  we  could  handle  an 
infant  who  needed  round-the-clock  nursing  care. 

Bryant  came  home,  on  fuD  life-support,  to  a miniature 
intensive  care  unit  m our  small  ^aitment.  During  his  first 
week  home,  he  had  a cardiac  arrest — just  the  beginning  of 
a fraumatic  first  year  we  might  not  have  survived  without 
the  support  of  my  parents. 

Bryant’s  surgeries  have  taken  us  throughout  our  home 
state  of  New  Hampshire,  and  as  far  away  as  Pennsylvania 
and  Tennessee.  My  mother  has  come  with  us  every  time. 
Along  with  her  concern  for  Bryant,  she  always  takes  the 
time  to  make  sure  I’m  doing  okay.  And  it  hasn’t  been  easy. 
Now  that  I’m  a mom,  I can  see  how  your  children’s  heart- 
break truly  becomes  your  own. 

Perhaps  most  important  has  been  my  mom’s  desire  to 
really  know  Bryant.  She  has  learned  to  care  for  his  every 
need — from  suctioiring  his  tracheostomy  to  feeding  him 
through  his  g-tube.  But  beyond  his  trach,  wheelchair,  leg 
braces  and  on-going  facial  reconstruction,  my  mother 
knows  and  loves  Bryant  for  the  unique  little  person  he  is. 
She  is  proud  to  be  his  grandmother  and  doesn't  miss  an 
opportunity  to  let  everyone  know  it! 


Grammy  and  Grampy  Deane  look  on  as  18-month-old  Bryant  plays 
with  his  “spare"  CPAP  (continuous  positive  airway  pressure)  valve. 
Bryant,  who  remained  on  full  life  support  until  the  age  of  three, 
thought  his  CPAP  valve  was  a great  toy.  To  allow  the  real  one  to  do 
Its  Job,  the  f^lly  always  kept  a spare  for  him  to  play  with. 


Grandmother  Elaine  Deane  doesn’t  let  a few 
tubes  get  in  the  way  of  a good  snuggle  with 
her  newborn  grandson,  Bryant  Paquette. 
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What  can  you  say  about  that  kind 
of  unconditional  love?  My  mother 
would  argue  that  one  just  can’t,  help 
love  Bryant  and,  of  course,  I would 
agree.  But  the  stark  reality  is  that 
many  people — grandparents  includ- 
ed— just  can't  deal  with  a child  who 
has  a disability.  We  are  extremely  for- 
tunate to  have  both  of  my  parents, 
whose  love  for  Bryant  is  manifested 
every  day. 

When  other  grandparents  brag 


Six-year-old  Bryant  listens  to  a story  read  by 
Great-Grammy  Mary  Labile  (left)  and  Grammy 
Elaine  Deane  (right). 


about  the  achievements  of  their  “nor- 
mal” grandchildreiL  my  mother  does- 
n’t wait  a minute  to  chime  in  with 
Bryant’s  latest  accomplishments. 
Perhaps  no  one  would  reaUy  notice  if 
she  casually  left  Bryant  out  of  these 
conversations.  After  all,  she  has  three 
other  “perfect”  grandchildren.  But  to 
her,  Bryant  is  perfect — and  maybe 
even  her  favorite! 

— Cheryl  Paquette 
Manchester)  New  Hampshire 


Best  Friends 


Hoping  for  a '*photo  opf  the  local  media  turned  out  at  the  day  camp  for  children  with  dis- 
abilities. As  counselors  helped  children  bait  fishing  kooks  beside  the  lake,  a r'eporterjmm 
the  local  television  station  asked  if  anyone  was  going  to  catch  a fish. 

''Sure  thing f Bumpa  told  him.  'Stay  right  her'e.  Adam  is  going  to  catch  one  in  no  time!'" 

To  everyone's  surprise  but  Burnpa's,  Adam  caught  his  first  fsh  within  two  minutes — 
just  in  time  for  a camera  creiv  to  film  him  for  the  local  neus  that  evening. 


dam  is  my 
* three-yeai- 

I Xm 

L who  has 

cerebral  palsy,  and 
“Bumpa”  is  my  stepfa- 
ther and  Adam’s  best 
friend,  Bob  Slagen. 

When  Adam  was 
bom  ten  weeks  early, 
we  were  told  that  his 
grade  I brain  bleed 
was  not  serious 
enough  to  cause  any 
damage.  The  doctors 
said  he’d  catch  up  in 
no  time.  Eighteen 
months  later,  when  he 
still  couldn’t  sit  unsup- 
ported, the  doctors 
changed  their  progno- 
sis and  diagnosed  him 

with  cerebral  palsy. 

As  is  true  for  most  working  mothers,  child  care  became 
a msyor  concern  for  me.  Adam  and  I had  gone  through 
three  babysitters  when  Bumpa,  who  is  retired,  asked  if  he 
could  take  over. 

I couldn’t  have  asked  for  a better  situation  for  my  son! 
Bumpa  and  Adam  always  find  something  fun  to  do  togeth- 
er. Sometimes  they  go  to  the  local  shopping  mall  just  to 
ride  the  elevators,  one  of  Adam’s  favorite  activities.  Bumpa 
and  Adam  ride  all  eight  mall  elevators,  then  come  home. 


Bumpa  has  taught  Adam  how  to  fish,  how  to  play  his  toy 
drums  and  how  to  draw  a circle.  He’s  also  taught  Adam  the 
meaning  of  “coffee  klatch” — of  course,  Adam  drinks  juice 
in  lieu  of  coffee.  I never  have  to  be  concerned  about  my 
underweight  son  consuming  sufficient  calories.  Bumpa 
feeds  Adam  a full-course  meal  at  noon.  (Bumpa  doesn’t 
call  it  lunch;  it’s  “dinner.”) 

Bumpa  is  so  incredibly  biased,  it  makes  my  heart  melt. 
Every  time,  I start  feeling  bad  about  Adam’s  inability  to 
walk,  run  or  ride  a bike,  my  stepfather  is  quick  to  pick  me 
up.  “That  kid  is  the  smartest  three-ye  ^'r-old  around,”  he 
asserts.  And  then  he’ll  tell  me  about  some  other  three-year- 
old  he  knows  who  isn’t  talking  as  well  as  Adam  or  can’t 
even  spell  his  own 
name.  I sometimes 
wonder  if  Bumpa 
quizzes  every  three- 
year-old  he  sees! 

I don’t  think  I 
could  ask  for  a bet- 
ter Bumpa  to  be  at 
my  son’s  side. 

These  two  “peas  in 
a pod”  are  a fine 
example  of  what 
best  friends  are. 

The  only  thing  sepa- 
rating them  is  60- 
some  years. 

— Lisa  Voisin 
Muskego, 

Wisconsin 
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On  summer  vacation,  Bumpa  Bob 
Slagen  and  Adam  Voisin,  3,  do  their 
morning  stretches  in  a lawn  chair  In 
front  of  the  cottage. 


The  next  best  thing  to  being  there:  Adam 
loves  to  talk  to  Bumpa  on  the  phone.  On 
this  night,  Adam  called  to  tell  Bumpa  what 
Mom  was  making  for  dinner. 
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“Hold  on  to  what  you  value  most.” 

At  The  New  England,  we  understand  the  unique  pressures  that  you  face.  Financial  questions 
are  some  of  the  most  challenging.  We  can  help.  There  are  representatives  of  The  New  England 
who  are  uniquely  qualified  to  address  the  investment  and  insurance  matters  that  cause  you  the 
most  difficulty.  ■ We’d  like  to  demonstrate  our  commitment  by  providing  a free  workshop 


for  you  or  a relevant  support  group.  This  workshop  is  specifically  \iesigned  to  help  you  explore 
the  most  appropriate  financial  options  to  fulfill  your  family's  special  ^eeds.  ■ To  sign  up  for 
Life  Planning  for  Persons  with  Disabilities,  call  1-800-827-3173. 
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“Project  Cousins” 

Discovering  the  joys  of  family 


by  Ann  Darby 


As  the  oldest  of  six 
children,  iny  hus- 
band, Michael, 

Lwas  used  to  the 
noise  and  chaos  of  fam- 
ily gatherings.  But  I 
was  an  only  child,  and 
finding  my  place  among 
my  husband’s  close- 
knit  family  was  mi 
adventure  and  a chal- 
lenge. Gradually,  I 
came  to  love  and  eryoy 
the  company  of 
Michael’s  brothers  and 
sisters,  as  well  as  the 
hectic  life  of  a large  family. 

Over  the  years,  our  extended  family 
grew  to  include  six  spouses  and  10 
grandchildren;  each  new  addition  was 
welcomed  with  enthusiasm.  The  fami- 
ly shared  our  joy  when  we  adopted 
our  son,  Kevin.  And,  although  we 
lived  miles  apart,  they  shared  our  pain 
when  Kevin  was  diagnosed  with 
severe  cerebral  palsy. 

Even  though  family  gatherings  had 
always  been  times  of  excitement  and 
joy,  part  of  me  began  to  dread  these 
get-togethers.  These  events  had 
become  times  of  “what  ifs”  and  “if 
omy::”  for  me.  As  Michael’s  brothers 
and  sisters  shared  the  highlights  of 
their  childrens  lives,  Kevin’s  accom- 
plishments seemed  to  pale 
by  comparison.  One  child 
had  played  a harp  solo  at 
church;  another  had  been 
pla(*ed  in  the  gifted  program 
at  his  elemenUuy  s(*hooI;  a 
third  was  going  to  be  in  a 
dance  recital.  What  was  I 
supposed  to  say  about 
Ke\in?  That  he  could  now 
take  a few  steps  without 
falling?  That  he  had  k'anu'd 
to  pronounce  a new  word? 

It  was  equally  difficult  to 
watch  Kt'vin  try  to  talk  or 


Spending  a weekend  at  Grandmother’s  house  are  (from  left)  cousins  Jaclyn, 
Lauren,  Jason,  Darby  and  Kevin. 


play  with  his  cousins.  They  weren’t 
unkind;  in  fact,  they  were  always  very 
nice  to  Kevin,  but  they  quickly  tired  of 
making  the  effort  required  to  commu- 
nicate with  him  and  moved  on  to 
other  activities.  Kevin  didn’t  seem  to 
notice  as  much  as  I did.  He  just 
attached  himself  to  that  day’s  favorite 
uncle,  seemingly  content  to 
spend  his  time  with  the  adults. 


A plan 

In  the  spring  of  1994,  my  hus- 
band and  I started  discussing 
some  steps  we  could  take  to 
help  Kevin  develop  closer  rela- 
tionships with  his  cousins. 

Our  plan,  which  we  dubbed 


“Project  Cousins,”  was 
the  result  of  this  brain- 
storming. 

We  decided  to  invite 
each  cousin  in  Kevin’s 
age  group  to  visit  us  for 
several  days  during  the 
coming  summer  vaca- 
tion. We  planned  lots  of 
fun  activities  for  these 
visits — swimming,  boat- 
ing, fishing  and  riding 
Kevin’s  four-wheel,  all- 
terrain  vehicle. 

In  the  comfort  of  his 

own  home,  we  hoped 
our  son  would  open  up  and  talk  to  his 
cousins.  Our  goal  was  that  Kevin  and 
his  cousins  would  discover  how  much 
they  had  in  common. 

That  summer,  five  cousins  spent 
“mini-vacations”  at  our  home.  We 
shared  busy  days  full  of  summer  fiin — 
picnics,  plays,  movies  and  trips  to  the 
petting  zoo.  Just  as  we  hoped,  Kevin 
was  able  to  display 
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gathering  over  Christinas  1994, 
Kevin  was  “one  of  the  gang.” 
Top:  Kevin  (right)  clowns 
around  with  Cousins  Stuart  and 
Jaclyn;  Bottom:  Kevin  shares  a 
mom^t  with  his  cousin, 
Lauren. 
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Even  bath 

time  is  more  fun  when  it’s  shared  with  a 
cousin!  During  a visit  to  Kevin’s  house,  Stuart  (left)  and  Kevin 
enjoy  a soak  in  the  suds  before  bedtime. 


continued  Jr  :)n  pa(fc  dO 

his  terrific  sense  of  humor  and  love  of 
life.  Everyone  seemed  to  have  a great 
time,  but  we  still  didn’t  know  if  tliese 
“good  times”  would  translate  into 
greater  family  inclusion  for  our  son. 

Joyful  holiday  gatherings 
The  b g family  gatherings  at 
Thanksgiving  and  Christmas  would  be 
the  trt.e  test  of  our  project’s  success. 


To  our  great  joy, 
Kevin  and  his 
cousins  seemed  to 
pick  up  right  where 
they’d  left  off  a few 
months  prior.  No 
longer  was  Kevin 
hanging  around  the 
adults;  he  was  off 
talking  and  playing 
with  the  other  kids. 

At  one  point, 

Kevin’s  grandmother 
complimented  one  of 

his  aunts  on  the 

“kindness”  of  her  son,, 
who  was  playing  a game  with  Ke\dn. 
A.unt  Beth  immediately  corrected  her 
mother,  Stuart  wasn’t  “being  kind”  and 
she  hadn’t  asked  h'm  to  play  with 
Kevin — Stuart  was  doing  what  he 
wanted  to  do! 

All  five  cousins  have  asked  to  come 
back  to  our  home  for  visits.  Several 
have  already  visited;  other  visits  are  in 
the  works.  The  cousins  have  also 
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Are  you  tired  of  running  around  from  store  to  store, 
wasting  valuable  time  and  fuel  trying  to  find  bladder 
control  products  for  your  child? 

Listen  to  how  HDIS  (Home  Delivery  Incontinent 

Supplies  Co.,  Inc.)  helped  one  mom  simplify  her 
child’s  bladder  control  needs: 

“Knowing  that  HDIS  has  always  been  there 
for  me  makes  taking  care  of  my  daughter  so 
much  easier.  1 sure  am  glad  that  the  days  of 
hassling  and  driving  to  the  store  are  over! 
Plus  the  savings  are  great!  With  doctor  bills 
and  medication,  things  really  start  to  add  up, 
but  with  HDIS  so  do  the  savings.” 

G.L.  jrom  LIT 


HDIS 

CALL  NOW! 
1-800-2MY-HOME 

1-800-2694663 

CopiriRhi  IW5.  HDIS  »/»  ttpimnUiirn 


HDIS  carries  Attends,  Depend,  Tranquility, 
SiiretySplusr  anymore!  Call  TODAY  for 
your  FREE  HDIS  Catalog,  your  FREE  $8 
coupon  and  your  FREE  Coupon  Book  with 
^.gyiiigs  wfRlh  Qy£T 


included  Kevin  in  trips  to  ball  games 
and  movies,  a “cousinsonly”  party  and 
a weekend  at  Grandmother’s  house. 

Special  gifts 

In  the  end,  the  youngsters  in  our 
extended  family  were  not  the  only 
beneficiaries  of  “Project  Cousins.”  By 
making  the  time  to  have  Kevin’s 
cousins  visit  our  home,  Michael  and  I 
made  five  important  discoveries  of 
our  own — Meghan,  a talented  musi- 
cian  growing  into  womanhood; 
Morghan,  a kind-hearted  and  strong 
individual;  Lauren,  a creative  writer 
and  conversationalist;  Darby,  a nur- 
turing and  loving  teacher,  and  Stuart, 
a bright  sports  enthusiast  and  our 
son’s  newest  “best  friend.” 


Kevin  Oeft)  and  his  cousin,  Aaron, 
grab  some  potato  chips  during  a “cousins- 
only”  party. 


In  helping  Kevin  and  his  cousins  get 
to  know  each  other  better,  his  father 
and  I also  got  to  know  our  nieces  and 
nephews  in  a fresh,  new  way.  We  are 
thankful  for  the  special  gifts  each  one 
brings  to  our  family.  EP 

Ann  Darby  lives  in  Berkley t West 
Virginia  with  her  husband^  Michael, 
and  son,  Kevin.  Ayin  is  a preschool 
teacher  and  Micluiel  manages  a 
Comfort  Inn.  Kevin,  14,  attends  Mt. 
Tabor  Christian  School  in  Berkley, 
whine  he  is  in  sevetith  gmde. 
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Getting  Started 


by  Frank  L.  Brunetti 


stale  planni!ig 
always  involves 
I difficult  decisions. 
The  process  is  even  more 
complicated  for  those 
families  who  must  be 
concerned  with  the  care, 
comfort  and  well-being  of 
a child  with  disabilities, 
especially  if  it  is  clear  that 
the  child  is  unlikely  to  be  able  to  provide 
for  his  or  her  own  support  or  make  mature 
day-to-day  decisions.  Such  parents  often 
worry  about  who  will  care  for  a son  or 
daughter  after  their  deaths;  they  also  worry 
about  ensuring  that  the  child’s  needs  will 
be  pro\dded  for  financially. 

To  begin  the  estate  planning  process, 
parents  must  focus  on  two  tasks.  The 
first  is  to  perform  an  “inventory."  The 
second  is  to  retain  an  attorney  with 
expertise  in  estate  planning  for  children 
with  disabilities. 


The  inventory 

An  “inventory”  involves  gathering  and 
putting  into  order  the  most  important  doc- 
uments that  your  fiduciary  will  need  for 
the  care  of  your  child.  (A  “fiduciary"  is  the 
person  you  have  selecte<i  as  the  personal 
representative  of  your  estate,  such  as  an 
executor,  a trustee  or  both.)  Tliis  inventory, 
which,  for  ease  of  reference  can  be  kept  in 
a three-ring  binder,  will  include  the  follow- 
ing sections: 

• Part  I:  The  Profile — ^The  profile  should 
cover  important  infonnation  about  tire 
child’s  educaUoniU,  therapeutic  and  med- 
ical history.  It  should  include  names, 
addresses  and  phone  numbers  for  all  tire 
child’s  doctors,  therairists  and  other  service 
providers.  It  should  also  include  key  med- 
ical records,  along  with  the  names  and 
dose  s of  all  current  medicatiorrs.  Finally, 
tire  profile  should  offer  a complete  descrip- 
Uorr  of  lire  drild’s  liisiilrility,  mrci  its  likely 
effects  on  the  child’s  life,  both  now  and  irr 
the  future. 

• Part  lit  Documents — ^Thls  section  of  the 
invcirtory  should  iircludc  tire  following:  the 
child’s’  birth  certificate  (original  or  duplicate 
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C'Opy),  the  cirild’s  social  security  nuirrber, 
parerrts’  social  security  nuirrbers,  name  and 
address  of  the  parents’  estate  plarmiirg 
attorney,  name  and  address  of  the  child’s 
schcxrl  or  day  care  provider  and  a guardian- 
ship order  and/or  any  other  legal  documeirts 
regarding  the  legal  status  of  the  child  in  the 
case  that  pareirts  beconre  unable  to  nrain- 
tain  resporrsibility  for  his  or  her  care. 

• Part  III:  Living  Plan — A plan,  written 
by  the  parents,  describiirg  how  they 
expect  the  child  to  live  out  his  or  her  life. 
The  life  plan  should  cover  everytlring 
from  the  child’s  favorite  activities  and 
foods,  to  a list  of  friends  and  relatives — 
those  with  whom  the  child  may  live,  others 
with  whom  the  child  should  maintain 
contact.  The  plan  should  also  include 
burial  instructions  for  the  cliild. 

The  preparation  of  the  “living  plan"  need 
not  be  a “parent-only"  task.  In  many  cases, 
the  cliild  and  otlier  family  members  can 
participate  in  the  process  and  niay  contribute 
useful  information  and  ideas. 

Finding  an  attorney 

Wlule  parents  are  completing  the  inventory, 
they  can  take  steps  to  find  an  attorney 
who  has  experience  in  estate  planning  for 
children  with  disabilities.  Parent  organiza- 
tions or  Parent  Training  and  Information 
centers  may  be  able  to  refer  parents  to  a 
local  attorney  with  expertise  in  this  area 
Coimty  bar  associations  may  be  another 
refeiral  source. 

It  is  important  to  retain  an  attorney 
with  specialized  knowledge  because 
estate  planning  for  a child  with  disabili- 
ties requires  knowledge  of  federal  tax 
law;  regulations  governing  SSI,  or 
“Supplemental  Security  Income,"  the  fed- 
eral program  that  pays  a monthly  stipend 
to  people  with  disabilities,  dependent  on 
income  but  irregardless  of  age;  state 
guardiiuiship  law  and  state  Medicaid  reg- 
ulalions.  In  addition,  some  states  have 
ena(*ted  special  legislation  related  to 
estate  planning  for  children  with  disabili- 
ties. For  example,  certain  states  iillow  the 
establishment  of  “community  tnrsts," 
nonprofit  orgiurizations  that  pool 
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By  U Mark  RusaeD,  Attorney,  Amoid  E.  Grant  Suzanne 

. tiow  to  pre^  a Uvtng  Plan,  a Letter  of  Intent  and  a 
, ^ Gipedai'Ne^Trust  It  explains  how  to  rnaxi^^ 
■'cWW's  goveiwjerrt  benefit,  avoid 
r.  taxes  and  much  more.  Nev^  reused  m 
^ «on,1996,440pp.$2i96. 

♦ /hsrn 
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By  L Maik  and  Arnold  E Grant.  A hands-on 
'gtisde  to  h^  parents  prepane  tor  the  future  security 
and  happing  of  their  chito  wi^ 

. parents:  death,  19^.  272  pp,S246B. 

. • B(C£ptk^ 

:5^imQnJer4/APmOD, 

Thto  handbook  helps  parents  understand  and  orga- 
. nizs  a future  plan  for  a son  or  daughter  wito  rnento^ 

' retardatioh.  toducles  information  on  wills,  government 
benefito,  support  services,  financial  arrangements, 
guain^anshlps,  working  Wth  an  attorney  and  other 
important  areas,  forms,  checklisls  and  outlirres,  atorrg 
wfto.contofotad  examples,  help  parents  estimate  their 
chtto*$  needs,  arto  otgani^  their  estoto  to  help  meet 
those  needs.  1 991 : 1 33  pp.  $16. 

• Available  from  The  Arc  Publications:  (817)  261- 
$(X^  volco;  (81?)  277-0533,  m Order  010-2. 


; ikmk^ProiM$forTh9kFUtun 

. By  Bizabeth  M.  Boggs,  Ph.D,  and  The  Arc's  insurance 
Commlljee.Thls  book  provides  suggestions  for  par- 
ents, guardians,  attorneys  and  others  concerned  with 
medting  the  lifetime  financial  needs  of  a child  with 
rnental  retardation.  Revised  1989;  4^ 

• Available  from  The  Arc  Publications:  (817)  261- 
6003,  voice:  (817)  277-0533,  TJY;  Order  010-1. 


NAnOMLflMALUMCE 

. TheNatioriaiPUW(PlanUfetimeAssistar^ 

AKarroe  is  a service  component  of  the  National 
ANance  f(x  the  Mentally  ill. 

National  Pt^  Alliance  are  Independent,  not-for-profit 
PLAN  programs  that  provide  care  planning 
. eer^foesfopeHontowttowishtoconttouethecare 
they  OKTcntly  provide  into  the  future  vv^ 
rx>  tonger  able  or  availabto  to  provide  such  care  to 
ihek  adult  chiUnsn  wito  (Isa^ 

’ ' sKVeWldsabilities. 

M PIAN  prograrns  offer  three  key  services:  (1) 
dewetoping  a future  care  plan,  (2)  helping  parents 
establish  the  necessaiy  resourees  to 
arto  (3d  Ideritifytng  the  person{s)  arx!/or  program(s) 
lesporJ^  for  canyfog  out  t^ 
txogramsai^  provide 

, current  care  (weds.  PLAN  prograrns  are 

, . (xirtentfy  operating  to 

ARCONA 

ArlEOfit  niM  Fdundat^ 

2241  E Rlrnore  St 

Phoenix,  A2  85008,  (602)  244-81 66 

CAUFOMA 

Proxy  Rviiit  StnlciB  Found^^ 

1336WilshlreBlvd.2ndn 

Los  Angeles,  CA  9001 7,  (21 3)  41 3*1 1 30 

CONNECTICUr 

fUNofComMCtfout 

PO  66x370312 

W Haitford.  CT  06137-0312.  (203)  523-4951 

GEORGIA 

nANofGoorala 

1256  8fterc!'(ffRdNE,RfTi  4218 
Atlanla.  GA  30306,  (404)  853-0494 

KOnUCKY 

IMucIcyPtAN 

102  E Main  St,  Ste  203 
Georgetown.  KV  40324.  (502)  863-6609 
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What  will  happen  to  your  child 
with  a disability  after  your  death? 


Easy  to  read  and  understand,  an  essential  book, 
Plannin^i  I-or  The  Vnuirc,  describes  in  careful  detail 
the  steps  that  parents  should  take — 'from  residential, 
employment  and  social  options  to  le^al  and  financial 
elements — to  ensure  the  future  quality  of  life  for 
their  child.  Highly  acclaimed  for  its  original 
introduction  of  the  Letter  of  Intent! 


What  are  people  saying  about  this  book? 

“There  are  many  complicated  issues  you  face 
when  you  have  a child  with  a disability.  It  is 
difficult  to  find  good  and  accurate  resources  for 
many  of  the  problems  but  when  it  conies  to 
estate  planning  the  place  to  turn  to  is  books 
written  by  attorneys  L.  Mark  Russell  and  Arnold 
I Grant.  They  make  even  the  most  complex 
problem  understandable  and  easier  to  solve. This  is  a “must  have*'  book  for  parents 
and  professionals  dealing  with  estate  planning  for  people  with  disabilities." 

— Fkank  J.  Murphy,  Executive  Direc:tor, 
Nahonal  Down  5^YNimoME  Conc.ress 

“Expert  information  on  this  very  important  often  complicated  topic.  Very 
valuable  for  parents  and  professionals.'* 

— Stanit.y  1>  Kuun,  Ph.1)..  EnnciR  in  Chife.  f:\ciini iosai.  Pakust  MACAZish: 
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“Eianning  is  this  book's  overriding  feature— no  matter  what  the  disability  or  how 
small  or  large  the  income,  if  there  is  a well-considered  and  thoughtful 
plan... children  with  disabilities  will  have  a greater  chance  of  enjoying  the  best 
possible  health  and  security. This  book  is  a must  purchase  for  all  parents  who  have 
children  with  emotional,  physical,  or  mental  disabilities." 

— lMA)KMAn()\Au-.lll 


" Phwninii  for  the  Puturc  is  a book  we  distribute  at  all  Arc  events.  We  have  found  it 
to  be  a great  deal  of  value  and  very  easy  to  understand  for  all  parents  concerned 
about  planning." 

— Tc)ny  Faui  auski.  Exec:u'i  ivi-  DiREcn  em,  Arc  of  Illinois 

“A  comprehensive  publication  which  presents  an  easy  to  follow  approach  to 
addressing  vital  questions  and  burning  issues  that  caregivers  and  consumers 
encounter.  A must  for  every  professional  in  the  field  of  mental  retardation." 

— b.R. Walker.  Pii.  1).,  Fast  Fresiplni, 
American  Assck  iation  ov  Mfntai  Retardation 

“Using  this  book  is  probably  the  single  most  important  planning  step  that  you 
can  take  for  your  child." 

— FROI  I SSOR  Kl  NNEI  II  ErIEDMAN,  FROM  A REVIEW  IN 
lUi  AssnciAiins  ton  Ihiisoxswrni  Si-nui:  H \\niCAi*s  ClASH)  \r\vsi.nrn-H 


Newly  available  from 
the  authors  of 
Plaaning  iForTheJFuture 


While  Planning  For  The  Future 
discusses  all  the  options  in  detail, 
The  Life  Planning  Workbook  is 
designed  as  a hands-on  workbook 
to  guide  parents  through  the 
planning  process.  By  completing 
the  various  parts  of  the  workbook, 
parents  can  put  what  they  learn  in 
Planning  For  The  Future  to  practical 
use.  The  workbook  enables  parents 
to:  convey  critical  information 
about  their  child  to  future 
caregivers;  calculate  their  child’s 
lifetime  financial  needs;  organize 
their  affairs  to  permit  continuity  of 
care  for  their  child  after  their 
death;  save  time  and  money  by 
preparing  in  advance  to  meet  with 
attorneys  and  other  advisors.  The 
Life  Planning  Workbook  can  be  used 
separately  or  in  conjunction  with 
Planning  For  The  Future, 


To  order  your  copy  of  Planning  For  The  Future  or  The  Life  Planning  Workbook- 
Call  1-800-247-6553  (credit  card  orders  only)  or,  send  your  check  for  $24.95  per  book  (be  sure  to  include  your  address) 

plus  $3.50  each  for  shipping  to: 
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\^  O X 


AMERICAN  PUBLISHING  COMPA 

• I V A N S I ’-i)  N • III 


CircNi#24a 


continued ;>«//<’  41 

resources  for  the  benefit  of  people  with 
severe  disabilities.  In  return  for  contribu- 
tions to  a community  trust,  a designated 
individual  with  severe  disabilities  can 
receive  lifelong  services  such  as  administra- 
tion of  trust  funds,  advocacy  (for  example, 
participation  by  community  trust  represen- 
tatives in  the  development  of  individualized 
plans  developed  by  service  providers) 
and/or  guardianship. 

. Typically,  most  attorneys  will  give  a free  or 
reduced-rate  initial  interview.  Parents  should 
go  to  the  initial  interview  with  a specific 
goal— to  determine  whether  this  attorney  can 
properly  serve  their  needs,  and  for  a reason- 
able fee.  To  be  enable  of  making  tliis  deter- 
mination, parents  need  to  know  something 
about  relevant  legal  issues  before  going  to 
the  interview.  These  issues  might  include  the 
Medicaid  “resource”  rule  (the  way  their 
home  state  conaders  assets  when  determin- 
ing eligibility  for  Medicaid  coverage)  and  reg- 
ulations for  establishing 
legal  guardianships  in 
that  particular  state.  This 
type  of  information  is 
available  through  various 
publications  and  national 
organizations. 


Financial  needs 
and  liquidity 

Before  the  estate  plan- 
ning process  can  begin 
in  earnest,  parents  must 
determine  the  financial  condition  of  their 
estate  and  decide  if  and  to  what  extent 
their  estate  will  provide  for  beneficiaries 
other  than  the  child  with  a disability  (for 
example,  siblings).  They  will  need  to  pre- 
pare an  updated  financial  statement,  as  well 
as  a family  profile  that  outlines  their  partic- 
ular estate  planning  needs.  For  example,  if 
parents*  assets  include  a family-owned  busi- 
ness, they  need  to  consider  whether  the 
business  will  be  passed  on  to  heirs  or  be 
sold.  If  the  business  is  to  be  inherited  by 
children  in  the  family,  the  estate  planner 
must  find  a way  to  pass  the  business  on  to 
the  designated  heirs  without  its  assets 
being  depleted  by  estate  or  inheritance 
taxes.  If  it  is  to  be  sold,  sales  airangements 
should  be  made  as  part  of  the  estate  plan- 
ning process. 

Many  families  face  the  common  estate 
planning  problem  of  liquidity.  “Liquidity” 
refers  to  l ash  or  th('  ease  with  which  other 
assets  can  be  converted  into  cash.  Because 
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Wiat  are  your  concert^ 
about  estate  planning^ 

Beaders  with  concerns  or  questions . 
. about  any  aspect  of  estate  planning 
involving  a child  with  a disability  may 
write  to  Estate  Ranning,  c/o 

Pairent,  209  Harvard  St, 
rste.  303,  Bnx)kline,  MA  02146.  Mr 
Bninetti  win  answer  reader  questions 
inupgpfiii^ 


treasuiy  bonds  can  be  easily  converted  into 
cash,  they  would  be  considered  “liquid 
assets.”  Real  estate,  on  the  other  hand, 
would  be  considered  “illiquid.” 

Liquidity  is  an  important  estate  planning 
issue  because  parents  need  to  detennine 
whether  their  estate  will  have  enough  cash 
to  pay  for  liabilities  such  as  federal  and 
local  estate/inheritance  taxes.  In  addition,  if 
parents  hope  to  set  aside  funds  for  the  care 
of  a child  with  disabilities,  they  need  to 
think  about  where  these  funds  will  come 
from.  Do  they  need  to  purchase  life  insur- 
ance, or  should  they  transfer  new  or  exist- 
ing insurance  coverage  to  an  irrevocable 
intervivos  trust  (a  trust  established  during 
the  lifetime  of  its  creator,  which  cannot  be 
revoked)? 

Writing  a will 

Once  these  preliminary  steps  have  been  com- 
pleted, parents  can  begin  drawing  up  a will. 

Because  many  forms  of 
government  assistance 
are  denied  to  individuals 
with  substantial  assets, 
the  will  must  exclude  the 
cliild  with  a disability 
from  inheriting  or  find  an 
alternative  way — such  as 
a “special  needs  trust” — 
to  maintain  the  child’s 
eli^bility  for  benefits 
and  insulate  the  inheri- 
tance from  government 
clain'is  seeking  reimbursement  of  previously 
paid  benefits.  [EurroR’s  Non-::  “Special  Needs 
Trusts”  will  be  the  topic  of  an  article  in  the 
February  199(3  issue  of  Excetoonal  PAiiENT.] 
Another  important  feature  of  the  will  is  the 
appointment  of  the  executor  (or  executiix). 
The  executor  is  the  person  chai  ged  with 
making  sure  the  will’s  provisions  are  canied 
out.  The  executor  must  gather  tlie  assets,  pay 
the  liabilities,  file  tiuc  returns  and  fund  any 
trusts.  Typically,  the  executor  will  be  a family 
member  or  close  friend.  In  some  cases,  pai*- 
ticularly  with  complex  estates,  the  exec  utor 
may  be  a bank  or  trust  company  An  attorney 
or  accountant  usiially  assists  the  executor  in 
handling  tlie  estate. 

If  tlie  will  provides  for  a tmst,  a trustee  must 
be  aj)pointed  to  nuuuige  the  tmst  until  its 
tennination.  Wl\ile  the  executors  term  will 
be  short-lived,  the  tnistee  may  seive  for 
yojirs,  even  deeacles.  Next  to  selecting  a 
guardian,  the  ciunee  of  a tnistoo  is  the  most 
(liffleiilt  decision.  Tl\e  tnustee  must  have 
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MD  20910,  (301)  587-7815 

iliiw'JStsif  • , 
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M2^.0aiW  Brock  Rd,Ste 
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”1^.^NyiOQ16,  (212)  545-7063 
MROUfM 
^B»('2C645  ■ 

1,^.27619,(919)782-4632 
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i-.t;  liaoOWMotkingbird  Ln,  Ste  723,  LB  #2 
Dallas, TX  75235,  (214)  956-9933 
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lii’lOCTH  Washir^  Street,  Ste  234 

(jhiirch,yA  22042,  (703)  532-3303 

f V-llMofmoUngton 

- 24226^  Aw  S 

^ tie*  Mokfe,  WA  981 98,  (206)  878-2562 
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; "7Ns  Ust  of  PLAN  programs  ms 
* ; from  the  National  PLAN 

'•  ^^AHIance,  For  more  Information,  contact 
{\Naliofaf  PLAtl  Alliance  195Woodlawn 
; ' Saratoga  Springs,  NY  12866: 

587-3372  (vofee/fax). 


the  Natfeoal.!nslitule  on  Life  Planning 
■ lor  Persons Avith  Disabilities  (NILP)  is  a 
nbn/profit  organization  affiliated  with 
-^fiooorna  State  UrHversIty.  NILP  serves  as 
Hi  national  cleadngtxnjse  for  parents  and 
professionals  seeking  the  latest  Informa- 
* ^ MKHit  estate  planning.  NiLP  can 
a information  on  a variety  of  topics 
Inifl  government  benefits,  legal 
1.  acNocacy  and  guardianship  and 
ig.  it  also  provide  professional 
program  and  designation— 

P IChart^w  Ufetkne  Assistance  Planner 
-ChL^^or  professionals  who  want  to 
' farniw  plan  for  thekfLte.W^^ 

' provides  workshops  on  all  aspects 
life  ptenning  to  parents  and  profes* 

V It  does  not  provido  any  direct 
or  financial  services. 

% Contact  NIP.  Sonoma  State 
!./7‘iWwslty,  1801,  E Colatl  Ave.  Rohnert 
i " Park,  CA  94928-6922:  (800)  854- 
3343/ (707)  664-4235:  (707)  762- 
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rtmliin/fd Jtntu  fHif/t* 

seveml  qualities:  trustworthiness,  sen- 
sithity  to  tlie  physiail  and  einotionjil 
m'eds  of  the  child  with  disabilities 
luid  ability  to  handle  the  nnancial 
affiiira  of  the'  tnist.  A tnistee  must  act 
jilinost  as  a suirogate  for  the  parent. 

In  some  cases,  two  toistees  may  be 
lu'cdod — one  to  administer  the  linan- 
< i<il  jispects  of  the  tnust  anti  another 
to  cany  out  the  more  personal  duties 
of  the  trustee  such  as  pemoiuil  visits 
witli  llu*  child  and  advocacy  on  his  or 
lu'i'  behiilf. 

In  atldition.  the  p<u*ents  nuLst  have 
properly  dmfted  “powei's  of  attorney," 
wliich  gi:;uit  aiother  pei'son  the  k'gjil 
antlionty  to  cmiy  out  tJu*ir  jilTmis  if 
tJu'y  iH'eome  unable  to  do  so.  In  this 
t'veiu,  it  will  be  impoiliuit  that  juiother 
uulivitliuil  is  ready  juul  willing  to  take 
on  tJie  role  of  "successor  legal 
gUcU'dijui,"  a role  that  gives  this  pt^ison 
legal  I’osponsibility  to  cm*e  for  <uui  act 
on  behalf  of  tlie  child  witli  disiiliilities. 

Its  only  human  to  put  off  making 
difficult  de<-isions,  but  in  most  cases, 
parents  of  children  with  disabilities 
will  have  stalled  the  estate  planning 
process  without  necessarily  labeling 
it  as  such.  Most  parents  will  have 
infonuation  needed  for  iui  “inventoiy" 
readily  available — though  perhaps 
not  yet  organized  in  a three-ring 
binder.  Many  parents  have  already 
drafted  a "living  plan" — in  their 
minds  if  not  in  wilting.  Some  parents 
may  have  Jilreatly  discaissi'd  the  issue 
with  an  attorney.  All  that  remains  is 
some  basic  orgmiization  and  a deci- 
sion to  c*omplete  the  ('stati‘  plan  with- 
in a .specific*  time  frame,  EP 

Fivnk  /v.  Hnuwtti  is  an  uttonnif  and 
FmJ'cssor  of  lAtir  (md  Tu.mtion  af 
Faid('i<fh  Ditkiitson  in 

Tranrrk\  A'c//' Jc/sc/y,  and  maintains 
a fav  pmrtirr  in  IIark(^nsark\  Xtur 
./c/\r/y.  Mr.  lirnnrtfi  has  irriftrnfnr 
the  Fsr.vn:  FiA.\\iX(! d(H  h\\.\L  on  tiw 
tapir  af(\statr  phtnnindfof'Jofdilirs 
who  tmvv  rhikiivn  irith  disat)iliti(‘s. 
Hr  also  is  an  anthar  and  hTtfin^r  for 
sprri(tliz('d  hu  ( ()ins(\s  s}H)nsnn‘d  hi/ 
tin'  Amrriran  Institntr  aj  ( Wtilnd 
Fnhiir  At'ronntants.  Ifr  sf^rrrs  on  thr 
editorial  adrison/  haaid  ofsirrml  ta.v 
pnhlirafians. 


ChMJiRAL  PyV.SV  A 
Cavtrum:  Guide  rir 
Cwxjn  i\(!  add)  r^scs* 
thr  niani/(vin])lrritirs 
and  uncx'iiaintirs.  At 
the  same  time,  it  pixjrhh^  (he  inibnua- 
tion  ixnents,  (pwid/xax'nts,  cwxyiivis 
and  fuvlth  piofi^siomils  nexxl — emy- 
thingfivm  inalUvh  (xlinxitional  and 
psyehosxx'ial  im/ilkxdions  to  ninx^khair 
ma  intend  me  and  dental  cxiiv. 

'Ill is  book  is  available fwm 
F.vrepfional  Fairnf  Libmry  (H00/5d5- 
1910).  11  le  folio wi ny  is  a n e.i  rei pt 
fwm  chapter  tiro,  'An  Oixnvicnv  of 
Fa i iy  C h i Id  Developm eiit." 

How  may  the  development  of  a 
child  with  cerebral  palsy  differ 
from  typical  development  in  the 
first  year  of  l{fe? 

Developmental  dt'lays  aix'  tuiticipatc'd 
for  the  cliikl  with  ceivbral  paLsy  (C’P). . . 
T\\v  c-liild  witJi  cembral  palsy  most  often 
(UK'S  not  accomplish  gross  moloi*  tasks 
at  tlu'  same  rate  as  the  child  witiioul  C'P, 
lor  exanijile.  DifteR'iices  in  tlie  pattern 
of  movement  may  lie  set'ii  as  well.  Due 
to  incieascHl  tone,  oi*  spastic*ity,  some 
childivn  witli  C'P  may  not  be  cible  to 
fully  sepeuate  die  movement  oftiieir 
heads  ih)m  tlie  movement  of  tlie  rest  of 
their  Ixxlic's,  nuiking  tlieir  limbs  ftH'l  aid 
l(X)k  stilT  when  they  mv  lolling,  attempt- 
ing to  sit  or  tiyuig  to  walk.  The  cliild 
who  Is  "floppy,"  or  who  has  low  tout', 
may  not  Ix'  able  to  geiu^rale  tJie  force's 
lu'c-c'ssiuy  to  hold  Ills  head  up  or  ixill  in  a 
sni(x)th  pattern.  Tliis  child  may  .shmip 
when  sc'attHl  or  placed  to  sit,  aid  may 
buckle  or  collapse*  at  the  kiux's  when 
attempting  to  staid. 

In  tenas  of  fine  motor  skills,  small 
musck*s  in  the  haid  that  ac*  usihI  to 
maiipulale  objects  iire  often  iilTected 
l)y  tone  inibtilaices  in  children  witli 
(•('ic’bnil  piilsy.  In  children  with  sjiastici- 
ty,  or  iiicivasecl  tone,  impciiniu'iit  may 
Ix'giii  at  the  shoulder,  with  the  iimbility 
to  ('Kleiid  the  am  to  reach  for  ai 
ol)J(*(*t.  TIu'  haul  it.sc'lf  may  he  k'ss  c’on- 
trolU'd  ill  liiK*  regulation  of  movement, 
making  it  dillkmlt  for  the  child  to  ix'ach 
aid  grasp.  In  cliildiXMi  with  an  atlw'tokl 
(’oiniHHU'iit,  the  "fine  tuning"  riHiuired 


I to  coordinate  reaching,  grasping  aid 
releasing  may  be  missing. 

llie  child  witli  a known  or  eniei'ging 
hemiplegic  pattern  may  prefer  to  use 
one  hand  over  tlie  otJior. , . Hand  prefer- 
ence usually  doesn’t  emerge  luitil  about 
18  numtlis,  so  if  your  cliild  does  not 
use  both  hauls  etfually  when  he  or  she 
is  yoaiger  thtin  18  montlis,  you  should 
menlion  this  to  your  cMci’s  doc*lor 
I^iguage  development  aid  problem- 
soKing  abilitic's  ae  not.  luxressaily 
alhvtc'd  ill  the  young  cliild  with  ceiebral 
palsy,  altliougli  laigiiage  delay  aid  men- 
tal ix'ta’dation  do  sometiiiies  accompa- 
ny cembral  palsy.  You  need  to  be  awav 
of  noniial  milestones  aid  bring  to  Uie 
doc-tor’s  attention  any  bc'havaor  Uia  is 
sigiiificaiUy  bc'hiiid  what  you  peircive 
to  be  noniial  for  a child  of  Uiis  age. 

Maiy  cliildi'en  with  cen'bnil  pcilsy  ae 
active  aid  veiy  soc*ial  in  tlie  fiisl  yeas 
of  life.  A child  witli  pliysic*al  limiUitions, 
just  like  other  cliildi'en,  sc*eks  iind  iimis 
veibal  aid  physi'cal  affection  in  oixler 
for  his  pt'isonaJily  aid  identity  to  devx'l- 
j op.  Visually  i'VipaixHi  diikken,  for  exaii- 
ple,  often  nml  nioix*  toucliing  aid  ver- 
bid feedback  Uiai  other  cliildi’en,  since 
tliey  cai’t  lely  on  tiieir  siglit  to  pick  up  a 
parent’s  s(X)lliing  exiiressions. 

You  may  find,  howex'er,  Uiat  your 
child  is  k'ss  "huggable”  aid  c*auiot 
ix'tuni  your  embrace's,  but  yo^  shouldn’t 
lUH-t'ssaily  view  lliis  its  yoiu*  child’s 
choice.  A very  small  |)eix*enUige  of  chil- 
dix'ii  w’itJi  ceix'hmJ  palsy  exliibit  autistic- 
like  tendencies  in  tlie  first  yea*  of  life. 

) 'Iliese  cliildi'en  jipix'a*  to  lie  ui  a "world 
of  tlieir  own/*  neitlier  sc'C'king  nor 
mtuniiiig  Jtlftxlion,  eyc'  <ontac*t  or  social 
contact.  Tills  Ix'havior  should  Ix' 
l)ix)uglit  to  tlie  altenlioii  of  the  diild’s 
physiciai,  aid  couiisc'liiig  may  lx.'  iiiitiat- 
. (Hi  to  help  stimulate*  liie  jxux'iitxiiild 
interaction.  El* 
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E Epilepsy  Foundation  I 
of  America,  | 

4351  Garden  City  Drive  i 

Suite  500  I 

Landover,  MD  20785  I 


Memliersliip  Beserwation  Form 

□ YES,  please  enroll  me  as  a full  member  of  EFA.  I am  paying  my  first  years’ 
dues  of  $20.00  by: 

□ Check  Enclosed  (U.S.  Funds  only) 

3 Please  charge  my:  □ VISA  □ MasterCard  □ American  Express 

Card  No, Exp.  Date  

Signature 


(301)  498-3700  or 
(301)  577-0050  (FAX)  ; 
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Name  

Address 

City State ZIP 
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It  gives  me  great  pleasure  to  give  you  a status  rei>ort  on  tlie  re- 
authorization  of  tlie  Individuals  with  Disabilities  Education  Act 
(IDEA).  Tlie  Senate  Subcommittee  on  Disability  Policy  lias  held 
three  great  hearings  on  tlie  IDEA  where  we  have  established  a clear 
and  compelling  record  of  what  the  IDEIA  means  to  cliildren  with 
disabilities  and  their  families.  In  July,  we  tackled  tlie  tough  issue  of 
discipline,  holding  a balanced  hearing  on  what  might  be  done  to 
protect  the  rights  of  childi*en  with  disabilities,  while  rec*ognizing  tlie 
rej^nsibility  of  school  personnel  to  maintain  safe  schools. 

Through  the  appropriations  process,  we  are  working  to  secure  vital 
IDEA  funding,  ^'specially  for  the  state  grant  programs  ande  Parent 
TYaining  and  Information  centers. 

We  will  have  a draft  of  the  reauthorization  bill  for  the  IDEA 
ready  for  public  comment  on  November  20.  (Tb  obtain  a copy  of 
the  draft,  contact  the  Senate  Subcommittee  on  Disability  Policy, 

422  Dirksen  Senate  Office  Building,  Washington,  DC  20510.)  This 
legislation,  when  signed  by  the  President,  will  be  the  blueprint  that 
wUl  guide  educators’  actions  as  they  work  witli  the  special  yoimg 
people  we  care  so  about  This  blueprint  will  open  up  new  opportu- 
nities to  cliildren  with  disabilities.  The  effects  of  what  we  do  will 
be  felt  into  the  nejct  century. 

We  have  spent  many  montlis  reading  and  talking  to  people 
about  how  to  best  serve  children  with  disabilities  through  the 
IDEIA.  As  Chairman  of  the  Senate  Subcommittee  on  Disabilities,  1 
laid  out  five  msyor  principles  to  shape  the  legislation: 

• First,  children  with  disabilities  and  their  families  should  be  tlie 
central  focus  of  our  drafting  efforts. 

• Second,  if  a cuirent  provision  in  IDEIA  works,  don’t  undo  it. 

• Third,  add  incentives  that  encourage  schools  to  sen-'c  children 
based  on  needs,  not  disability  labels. 

• Fourth,  add  incentives  that  encoiuage  and  prepare  schools  to 
include  children  with  disabilities  in  school-wide  iiuiovation, 
reform  efforts,  and  assessments  of  student  progress. 

• Finally,  clearlj^  link  discretionaiy  programs  (federdUy-ftmded  c'onv 
petitive  grants  for  projec  ts  or  research  aimed  at  improving  semces 
for  children  with  disabilities,  conducted  by  universities,  state  boarrls 
of  education  or  other  agencies)  to  the  state  grant  programs  (fedcial 
funds  provided  to  help  states  cover  the  excess  cost  of  special  ikIu- 
cation).  With  this  link  in  place,  disca^tionary  grants  will  help  educa- 
tors educate  children  with  disabilities  and  help  families  contribute 
in  nieaningftil  ways  to  tlie  education  of  tlieir  children. 


Specific  examples 

I want  to  give  some  sjxH'ific  examples  of  what  we  haw  cioiu'  in 
our  draft,  examples  tliat  are  consistent  with  my  five  principles: 

In  our  draft,  we  have  removed  ambiguities  vA\h  Regard  to  ixirent 
participation  in  placement  decisions  affecting  their  child.  Parents  vnl\ 
participate,  period. 

In  our  drafi,  we  have  not  changwl  the  stiUe  gnuit  funding  foniuila 
Wo  have  not  removed  tlie  categories  of  disabilitic's  tliat  defiiu^  a 
diilds  eligibility.  I am  in  no  mood  to  experiment  with  funding  for- 
mulas or  new  definitions  of  vvhuit  constitutes  a disability.  Such 
ac‘tions  may  have  unintended  consequences  for  children  vni\\  dis- 
abilities and  their  fiunilies. 

In  our  draft,  wo  allow  c'duc'ational  agencies  to  use  IDEA  state 
gauit  fluids  to  ccxiniinate  seivices  with  other  aginuii's  to  Ixnu'fit 
c‘hildrcn  with  disabilities  and  their  families.  We  iillow  childien  with- 
out disabilities — when  sensed  along  with  cliildren  with  dlsiibili- 
ties — to  re<‘(uve  the  ineidentiil  Inniefit  of  slate  gnmi  programs.  I 
Wiuit  sc‘hcK)l  iHnsonnel  to  lx*  emjxiweri'd  to  help  diildren  without 
thinking  about  eligibility  status.  1 wjuit  sduxil  pc'rsonnel  to  be 
eni|x>wered  to  mininibe  the  effeds  of  iuid  pnwent  distihilitiivs  with- 

For  more  inrorniulion  cm  how  thr  IDEA  rcauthoriwitioii  process  nui>  affc(‘l  dis- 
cipllnar)’  proe(*dures  for  students  with  diwibilitics,  s(»c  “IDEA  Ut'aiith(»ri/.aliou 
rpdatc*’  (NvnMoKKiMi,  (Klohcr  11)05)  and  “‘Special  Ed*  I)cs(*m*s  Special 
^ Emphasis**  l>y  Rep.  Handy  "buke"  runnlntthaiu  (Novemh(*r  11)1)5). 
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Itie  Reaudiorizadon 
of  die  IDEA 


by  Sen.  Bill  Frist 


out  woiTy  about  a diild’s  eligibility  status. 

In  our  draft,  we  give  local  educational 
agencies  the  option  of  implementing 
school-based  improvement  plans  designed 
to  benefit  childan  witli  disabilities  and 
their  parents.  I anticipate  t hat  this  pixivi- 
sion  will  help  school  systems  to  focus 
more  on  tlie  prevention  of  school  ftdlui*e,  to 
use  school  pemonnel  in  flexible  ways  and  to  increase  the  oppor- 
tunities for  children  with  disabilities  to  be  part  of  special  projects 
and  initiatives.  If  school  districts  opt  for  this  flexible  use  of  some 
IDEA  dollars,  it  would  not  in  any  way  lessen  their  obligations  to 
comply  witli  tlie  IDEA  with  regal'd  to  any  child  with  a disability. 

Let  me  give  one  niort-  example.  In  our  draft,  using  multiple 
strategies,  we  make  the  discretionary  grant  programs  catalysts 
and  support  systems  for  educational  agencies  and  personnel  who 
work  with  cliildi'cn.  Wc  require  personnel  grants,  wliich  fimd  per- 
sonnel preparation  and  training,  to  better  addi'ess  staff  sliortij^os 
identified  by  states.  We  requii^  Uiat  researchers  make  research 
results  available  to  teachers  more  quickly.  We  give  states  the 
opportunity  to  compete  for  grant  funds  to  tackle  systenis-cliange 
problems,  such  as  how  to  include  cliildren  witli  disabilities  in 
state-  and  district- wide  assessment  of  Jtudent  progress. 

In  our  di-aft,  we  retain  the  authorization  and  separate  line  item 
for  the  Parent  Information  and  IVaining  Program  so  tiiese  centers 
can  continue  their  important  work. 


Discipline 

Now  for  the  $04,000  qui'stion.  We  arc  working  towiird  a bipartisan, 
multiple  group  consensus  on  provisions  with  regard  to  discipline. 
We  are  vi^ry  close.  Elveryone  hfis  invented  niuch  time  and  thought- 
fulness in  bringing  as  to  where  we  are  today.  Tliis  work  will  pay 
off.  The  discipline  issue  will  not  undemiine  a child’s  right  to  a fi'ee, 
iijipropriate,  public  education.  I hope  you  will  join  us  in  tlie  final 
steps  to  true  conseasus.’*' 

Wonder,  confidence,  love  and  trust 

As  1 tliink  back  over  tlie  last  eight  months,  certiiin  moments  stand 
out  for  me.  1 reniembcT  making  a few  reinai'ks  at  Uie  NPND  recei>- 
tioii  on  a cold  Marc*h  evening.  As  I was  about  to  conclude  my  conv 
meiits,  a little  person  witli  big,  briglit,  beautiful  eyc's  crawled 
across  the  flcxir  to  my  feet.  As  I picked  up  that  sjiccial  little  child,  I 
saw  many  things  in  those  c»yc's — wonder,  confidence,  love  and 
tnist.  At  that  moment,  I kiu'w  tuid  understood  wiiy  I accepted  tlie 
chaimianship  of  the  Scniate  Subconiiiiittee  on  Disability  Policy.  My 
job,  with  yoiu*  bc'lp,  is  to  ensura  that  all  ciiildreii  with  discabilitk's 
exix'rieiice  wonder,  dc'velop  confidence,  and  are  loved  by  and  (‘mi 
tiust  tlie  people  around  them  at  home,  in  sclicxil,  and  thmughout 
their  six'cial  lives.  EP 

On  iVomnbrrS,  SrmiiovHHl  Frist  (Hramr 

th(\lii‘st  pivrtirin()  phi/sirian  rlrclrd  to  Ibr  I LS.  Senate  since 

Frist  is  a member  of  the  Senate  Hndpet,  Udna  and  Unman 
Resonfves,  Commenr  and  Small  Business  Committees.  He  is 
(Imirman  of  tfn^  Sniatr  Snbeom miller  on  Disabilitif  Poliep.  Vtis 
artiete  iras  adapted  fnnn  tvnntrks  mad(0)t/  S(^nat(n'  Frist  at  the 
NPNI)  Annual  Meeting  on  OrtotHr  1995. 
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Managed  Care 

by  Family  Voices 


Once,  the  words  “health  reform”  were  on  everyone’s 

lips.  Now  we  hear*  about  “managed  care.”  What  is  man- 
aged care?  Is  it  health  reform?  Is  it  good  or  bad  for 
children  with  special  health  care  needs?  Although  “managed 
caie”  means  different  things  to  different  people,  this  article 
will  try  to  explain  what  most  people  mean  by  the  term. 

What  is  managed  care? 

Managed  care  is  a way  of  providing  pre-paid  health  care  within  a 
network  that  includes  a sr)ecified  group  of  health  care  providers 
and  services.  The  network  coordinates  jmd  refers  patients  to  its 
health  prc-.iders  iind  hospitals,  and  monitors  the  amount,  pat- 
terns, cost  an<i  quality  of  care  delivered. 

Managed  care  differs  from  traditional  “feo-for-seivice”  plans,  in 
which  patients  choose  their  doctors  and  other  related  services 
and  pay  for  each  service.  Majiaged  care  plans  usually  limit  the 
services  patients  may  receive  by  making  physician  visits,  thera- 
pies, home-c'are,  phantiacies,  si)ecialists,  clinics  and  hospitals 
aviiilable  within  their  own  system,  and  by  using  “gatekeepers”  to 
prevent  the  provision  of  “unnecessary”  sendees  or  excessi\'e 
lefeixals  outside  the  network.  Managed  care  is  not  “health 
refonn;”  it  is  a way  to  finance  and  deliver  health  care. 


How  does  it  work? 

Managed  caie  plans  aie  coiporatioi^  — tdthcr  for-profit  or  not-for- 
profit— sendng  large  groups  of  people  througli  a “capitated"  system. 
Tliis  meaas  that  a busuiess,  school  system,  government  body  or 
memliership  oiganization  pays  the  plan  a set  price  for  each  employ- 
ees or  memlx'rs  health  care  coverage.  Tlie  ('inployer  and  employte 
usually  share  pixMnium  casts,  and  them  miglit  be  a small  charge  (or 
“c'opayment")  for  each  service.  Tlu'  physicians  and  providers  in  the 
network  are  on  salary;  Uiey  aiv  not  paid  a fee  for  each  service  pix> 
vidt^il.  Someone — often  a primary  care  physician  or  nurse — is  tlie 
“gatek('C|)er,"  deciduig  which  service's  will  bt'  pnnided  and  whetlier 
referrals  outside  tlie  network  can  be  made.  K('ep  in  mind  tiiat  “case 
management,"  in  which  an  individual  ccxirdinates  st'ivicc's  for 
patients,  is  not  thc'  same'  thuig  as  maiuiged  care,  altliougli  cast'  num- 
agement  can  bt'  pari  of  numaged  ewev. 


What  are  some  examples  of  managed  care? 

• Health  Maintenance  Organiaiations  (HMOs)  luv  the  most 
common  form  of  managed  c‘art';  all  health  sc*rvices  are  delivered 
and  paid  for  tlirougli  one  oigani>«ition,  oftc'n  in  a single  location. 

• Preferred  Provider  Plans  (PPOs)  offer  a group  of  dcx  tois 
and  hospitals  who  give  a discount  on  their  service's  to  an  insur- 
ance company  or  an  employer.  In  a PPO,  co  isumeis  must  (iuxise 
their  piinuuy  hc'iilth  provider  from  an  appro' /c'd  list  juid  must  pay 
('xtra  for  spc'ciaity  seivices  n'ceivc'd  outside  tlie  PK)  group. 

• Medicaid  managed  care  plans,  adopt c'd  by  miuiy  state's, 
re'striet  Me'dicaid  patu'uts  to  a spe'cifu'd  ne'twork  of  lu'alth  ciU’e 
provide'is  and  senices.  Slate's  must  obtain  a .v<iiv('r,  known  as  an 
“1115  Wimer,"  to  impl(*nu'nl  this  kind  of  plan.  (A  w<iiver  lepre'- 
se'nts  a situation  in  whiiii  a sjK'cine  state  apj: lie's  for.  and  is  gnuit- 
ed,  exemptions  from  stiuidard  Medk'aid  nik'j .) 


Why  is  managed  care  considered  so  effective? 

^As  health  care  costs  have  rise'll  over  tlie  years,  polie'ymalee'i's 
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and  health  economists  have  seen  managed  care  as  a way  to 
save  money.  They  believe  that  managed  care  plans — where 
everything  and  everyone  is  part  of  a controlled  network — can 
achieve  cost  containment.  Many  health  professionals  also 
believe  that  a managed  care  system  can  provide  care  coordina- 
tion and  quality  control. 

What  happens  to  children  with  special  needs 
under  managed  care  plans? 

Because  many  managed  cai*e  plans  are  new,  data  about,  their 
effects  on  our  children  are  scarce.  However,  there  seen  to  be 
good  and  bad  points.  Possible  advantages  include  the  following: 

• Care  coordination  is  easier. 

• There  are  fewer  out-of-pocket  expenses. 

• Health  care  needs  are  often  taken  care  of  in  one  place. 

• Unnecessary  procedures  are  unlikely  to  occur. 

• I^oviders  and  services  are  closer  to  home. 

• Consumer  satisfaction  is  often  a priority. 

• Continuity  of  care  is  likely. 

Disadvantages,  however,  also  exist: 

• There  is  a cost  disincentive  for  making  referrals  to  out-of- 
network specialists  for  rare  disorders  or  pediatric  specialty 
care. 

• “Gatekeepers"  may  lack  knowledge  and  experience  about 
some  disabilities  or  specific  conditions. 

• It  may  be  difficult  to  obtain  access  to  specialty  equipment, 
therapies,  new  medications  or  treatments. 

• Access  to  pediatric  specialists  may  belimited. 

• It  may  be  difficult  to  get  objective  second  opinions. 

• In  many  managed  care  situations,  it  is  unclear  how  patients 
and  policymakers  monitor  the  delivery  of  care,  participate  in 
patient  and  network  decision-making  and  lodge  complaints. 

In  general,  it  is  important  to  remember  that  the  expense  of 
providing  timely,  appropriate  and  quality  care  to  children  with 
special  health  care  needs  may  create  a dilemma  in  a system 
that  is  based  on  cost-containment. 

. What  should  you  do  managed  care  is  offered? 

Ask  many  questions:  Wlio  are  the  “gatekeepers"  and  what  are 
their  qualifications?  Wlio  are  thc  pediatric  specialists?  Can  you 
choose  your  own  primary  physician,  pediatrician,  specialist 
iuid  therapist?  Does  the  plan  include  the  therapies,  access  to 
sp('cialists  and  unusual  treatments  or  medication  your  child 
n quires?  Wliat  will  it  cost  to  go  to  a specialist  or  provider  out- 
side the  plan?  Who  gives  and  pays  for  second  opinions?  Is 
there  a program  or  department  for  children  with  special  health 
needs?  Is  there  a consumer  board,  and  what  are  its  responsi- 
bilities and  poweis?  How  are  doctor-patient  decisions  made? 
What  are  the  grievance  procedures?  Wliat  state  or  federal  body 
monitors  the  managed  care  plan,  and  are  reports  available? 

P'amilii's  should  insist  on  the  involvement  of  consumers  in 
the  network’s  policymaking,  quality  assurance  and  grievance 
procedures.  EP 

Fa  w iltj  Vo i res  is  a not io not,  g rass mots  clea ri mjho uhc  for 
infonnation  concerning  licaltfi  care  for  child  tvn  with  special 
health  needs.  Family  Voices  monitors  public  and  pidvate 
,Heetor  health  care  changes  ({ffretivg  chi  Id  mi  and  families 
throngh  the  collcrtirc  efforts  of  member  fa  milie,s,  a volunteer 
coordinator  in  rrerg  state,  10  regional  coordinators  and  a 
small  staff  working  in  srreraf  locations  around  thc  country. 
For  more  information,  or  to  share  your  concerns  about  man- 
aged care,  contact  Family  Voices,  P.O.  Bo.v  7b0,  Algodoncs, 
NM  S7001;  (505)  (505)  S67-f)517  (fax). 

This  article  may  be  photocopied  and  distributed  freely. 
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Surviving 


! by  James  Elliott 

1 

Pai'enting  children  with  disabilities  can  be  bnitiilly 

difficult.  Each  of  us  must  deal  with  this  fact  on  a diiily 
^ basis,  though  most  of  us  find  it  haid  to  confront.  How 

I numy  times  do  you  hear  or  read  about  this  side  of  our  lives? 
i The  harsh  realities  that  find  lus  privately  raging  against 
: eveiything?  Tlie  media  usually  offers  ins|)iring,  hope-filled 

I stories  about  sick  kids  and  their  brave,  loving  piurnts. 
j Tliese  stoiies  don’t  paint  a complete  picture.  Would  reading 
; any  of  these  stories  prej)ai‘e  the  new  parents  of  a chald  with 
j severe  di.siibilities  for  what  lies  ahead? 

! ITie  lives  we  live  as  parents  of  these  kids  art'  routinely 
I portrayed  as  a-okay,  as  long  as  we  show  a “positive  atti- 
I tilde.”  Tlie  tnith  gets  lost  in  peo- 
1 pie’s  need  to  maintiiin  a strong, 

I socially  acceptable,  outward 
appeai'ance.  This  need  biings 
IX'ople  too  close  to  the  edge  of 
! total  denial. 

1 In  all  honesty,  it  has  bet^n  my 
j experieiKT  that  raising  a (*hild 
; with  severe  disiibilities  is  gener- 
ally not  ei\joyable.  Tins  is  not  to 
I say  that  gtKxl  times  never  tx'nir, 

I but  the  times  of  tnie  happiiu'ss 
' are  so  few'  wiien  compjired  to 
1 the  times  of  sadness,  pain,  guilt, 

; pity  or  all-out  exhaustion.  I mu 
I upset  w'hen  people  imply  tiiat  I’m 
i simply  whining  about  my  life.  My 
feciings  do  nnt  grow  out  of  self- 
; pity  or  selfish  regret;  I have  no  room  left  in  my  hem1  for 
such  things.  My  s<uliu\ss  mid  pain  couu'  from  the  miguish  of 
w'atching  my  child  suffer  more  often  ihmi  not. 
i I love  my  son  intensi'ly,  and  I’m  thmikful  that  lu'  is  alive. 
Hut  I refuse  to  pretend  I’m  at  peai'e.  I wouldn’t  wish  my 


Reese  Elliott,  at  one  week  old,  had  dropped  to  one  pound,  1 1 
ounces.  Here,  his  father  holds  his  hand. 

family’s  life  on  my  worat  eiu'iuy. 

I’ve  learned  a lot  from  our  exi)erienci‘,  but  I c‘ompare  my 
feelings  to  tliosx'  of  a returning  combat  hero,  stmiding 
imder  bright  lights  during  some  medal  ceremony.  Tlie  sol- 
dier stands  there  blinking,  trying  to  accept  acc-olades  from 
the  crowd,  when  inside  ail  he  know's  is  tliat  he  had  to 
watch  his  biuidy  get  his  guts  blown  out  on  the  battlefield. 

He  knows  he  just  happened  to  Ix'  the  guy  left  tilive  to  tiy  to 
save  his  friend.  This  is  not  a peaceful  knowiedge.  He  knows 
he  sui\ived,  that’s  all.  Tliere  cmi  be  no  peace  with  the  rest, 
and  no  denial  of  the  nightmare  he  iiad  to  live  througli — not 
until  someone  finds  a way  to  si't  back  time,  to  prevent  that 
shell  fi*om  exploding,  to  relii've  him  of  the  piiinful  memo- 
lies  of  a loved  one’s  suffering. 

My  son,  Rix'se,  was  bom  Uiree  months  premature,  after 
my  wife  went  into  spontaneoas  early  labor  for  reiisons  do(*- 
tora  could  never  ex])lain.  She  w'as  in  perfect  health,  did 
eveiything  rigiit,  and  Reese  still  c;une  early.  He  w'as  yjuiked 
from  the  womb  weighing  just  tAvo  pounds,  in  an  emergency 
c-s(‘ction,  iind  mshed  to  the  NICU.  Tliere,  he  w'as  hooked 
lip  to  I.V.  tubes,  sensors  and  monitors. 

The  dcKiors  told  us  to  find  llie  hospitiil  ciiaplain.  Before 
my  son  w'as  a day  old,  I w'atched  a priest  give  him  his  last 
rites.  All  I could  ask  was  a simple  (luestion — what  kind  of 
God  would  allows  this  child  to  be  bom.  just  to  suffer  teiribly 
for  a day  or  less  iuul  then  die?  Wliat  possible  gixxi  could 
come  of  tills  situation?  I sUuled  to  feel  a deep  anger,  which, 
even  now;  I grapple  with  daily. 

Reese  siupiised  everyone  and  hung  on  thioiigh  four  gniel- 
ing  montlvs  of  brain  henioirliages, 
spinal  taps,  l.nuisfasions,  count- 
less I.V.  punctures,  seizures, 
brain  surgeries,  eye  suigeiies, 
iibdominal  siageries  and  more. 

The  end  result  of  his  suffer- 
ing wiis  severe.  Reese  will  live 
with  permanent  blindness, 
cerebral  palsy  from  the  brain 
damage,  an  inability  to  sw'al- 
low  most  ftxxis  (he  is  fed 
through  a tube  m his  .stom- 
ach), hydrocephaly  (tin  inabili- 
ty of  the  brain  to  drain  its  own 
liuid.s — a plastic  shunt  in  his 
lu'ad  keeps  him  alive),  miiro- 
cei>haiy  (stunted  head  and 
brain  growth),  a si'izuri'  disor- 
der reiiuiring  permanent  medication,  extremely  limited 
physical  ability  (lu'  can’t  roll  over,  crawl  or  walk)  and  a 
host  of  other  medical  probli'ins. 

I would  step  off  a cliff  with  a smile  on  my  face  to  pre- 
vent my  son  from  suffering  anymoix'.  But  the  simple  fact 

( » t nttrti  tut  /*!)»/»•  V f 


Reese,  James  and  Marchelle  Elliott  spent  their  first: 
Christmas  together  in  the  NICU  at  the  St.  Joseph 
Medical  Center  in  Burbank,  California. 
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Meeting  the  future  needs  of  a son  or 
daughter  with  a disability  is  a 
challenging  task,  but  one  you  can 
manage  with  the  help  of  an  EPPD  Life 
Planner.  EPPD  professionals  are  at 
work  novv  helping  families  like  yours 
throughout  the  countiy.  Let  us  show 
)fou  liow  to  help  secure  youi  family 
member  s future.  Call  today  to  arrange 
a no  obligation  appointment  with  an 
EPPD  Life  Planner  near  you. 


have  a child  with  a disability.  To  ordei; 
caU  800'247-6553  ($24.95  per  book 
plus  S3.50  each  shipping). 


ESl'ATE  PLANNING  FOR 
PEI^NSWITH  DISABILITIES 

A on  ol  PjOt«:tivC  L'tn  InijiirarKO  Comp«iny 


Available  now.  the  new  1995  alition  of 
Planning  For  The  Future,  the  widely* 
accltiimed  authoritative  book  on  life 
O ‘ estate  planning  for  families  whk> 
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800-448-1071 
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I^itminjiham,  AIaKiiva 


101)5 


James  and  MarcheUe  celebrated  Reese’s  first  birthday  with  him. 
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is  that  I am  in  for  a lifetime  of  watching  my  brave  little 
boy  suffer  in  ways  that  will  break  my  heart  over  and  over 
again.  This  is  true  for  most  of  you  also. 

Surviving  this  life  is  what  makes  an  exceptional  parent 
truly  exceptional.  It’s  not  the  love  for  your  child — ^love  is 
easy;  it  comes  unconditionally  for  most  parents.  It’s  not  the 
faith — my  faith  is  shaken  to  the  core  every  day.  And  it’s  noi. 
the  caretakmg — caring  for  any  child  comes  with  the  territory 
In  tht  end,  it’s  the  strength  to  get  up  every  single  day  and 
live  this  life  througli  to  the  next  day,  one  crisis  at  a time, 
v?ven  ai.=i  many  of  us  harbor  the  unique  terror  that  we’ll  prob- 
aoly  live  to  bury  our  children.  It’s  about  the  ability  to  stand 
up  and  somehow  deal  with  this,  to  work,  to  smile  back  at 
someone  an<l  say  good  morning,  to  understand  humor  and 
joy  again,  to  .'ive  in  a world  where  other  parents,  who  just 
don’t  see  the  value  of  life,  beat  their  children  or  leave  them 
on  doorsteps.  All  these  things  are  exceptional  to  me  now. 

All  take  conscious  effort  every  day. 

You  do  not  have  to  accept  this  life  witli  thanks  and 
praise,  but  you  do  have  to  live  it.  The  innocent  child  you 
created  needs  you  to  live  it  For  most  of  us,  the  pain  aud 
anger  will  not  decrease  with  time.  It  will  become  a perma- 
nent part  of  us.  It  will  destroy  some  of  us;  I’ve  seen  it 
destit)y  individuals,  families,  relationships  and  marriages. 
For  those  of  us  who  survive,  this  pain  only  moves  within  us, 
from  the  front  of  our  minds  to  the  back,  where  it  lives  and 
lies  dormant  like  a dark  shadow  of  ourselves. 

Fathers^  Voices  is  a regular featmv  of  Exceffional  Parent 
magazine.  This  column^  coordinated  by  James  May,  Project 
Director  of  the  National  Fathet^'s  Network,  focuses  on 
fathets'  experiences  rearing  children  with  special  needs. 

Your  contributions  to  this  column  are  encouraged. 

For  mote  irfrnrnaii^  tlw  NathruU  Fathers' Network 

(NFN)  or  to  receive  their  newsletter,  'imite  at'  colt  National 
Fathets' Network,  The  Kindeting  Center,  16120  NE.  Eighth 
Sltvet,  BeUeoue  WA  98008,  (206)  747-¥m  or  (206)  284-9664 
(far).  Fundtxi  by  a Matetnal  and  Child  Health  Buimu  grant, 
the  NFN ptrmdes  netuotking  oppotiunitiesfot'fathets;  devel- 
ops suppoti  mid  mentoring  progmms;  and  ermtes  cunicu- 
lum  ptomoting fathers  as  significant,  nutiuring  people  in 
their  children's  mul  families*  lives. 
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Just  stay  aware  of  the  pain  and  don’t  feel  negatively 
about  yourself  when  it  creeps  up  on  you.  It  happens  to 
the  best  of  us  now  and  thea  YouTl  look  in  the  mirror  and 
find  yourself  staring  into  something  dark,  behind  your 
own  eyes,  and  you’ll  recognize  it  as  pain.  It’s  just  imder 
the  surface,  all  of  a sudden,  as  strong  and  real  as  you  are. 

Don’t  be  aftaid  of  it--pain  is  life.  Ibo  often,  it’s  a large 
part  of  it  You  need  to  allow  yourself  the  fieedom  to 
acknowledge  pain  and  vent  it  as  it  comes  up.  Others  maj 
find  you  jaded,  distant,  aloof  or  just  plari  different  You  are. 
You  exist  on  a level  they  cannot  comprehend  It  is  a special 
plane  of  existence — ^you  know  when  you  meet  someone 
else  on  that  plane.  It’s  in  their  eyes,  and  no  v/ords  are  nec- 
essaiy.  It’s  in  the  eyes  of  every  parent  Fve  ever  seen  walk- 
ing tlie  halls  of  hospitals  and  emergency  rooms.  For  me,  it 
helps  to  remember  that  there’s  only  one  place  that’s  ftee 
from  pain  and,  thankfully,  Fm  not  there  yet 
Some  of  us  try  to  attach  some  spiritual  purpose  to 
what  we  go  through  with  our  sick  children.  From  the  day 
Reese  was  bom  until  now — ^he  turned  three  this  year — 
my  wife  and  I have  tried  to  remain  open  to  understand- 
ing our  situation  We  have  tried  to  find  some  good  in  it 
and  we  often  do.  Yet  the  bottom  line  is  that  we  believe 
we  will  never  understand  why  Reese  has  suffered  so 
greatly  for  most  of  his  three  years.  We  have  decided  that 
if  some  greater  purpose  exists,  its  true  meaning  will 
elude  us  as  long  as  we  are  in  this  life. 

When  I sit  alone  praying  for  my  son,  I sometimes 
pray  with  as  much  bitter  confusion  as  faith.  When  I turn 
on  the  television  because  I can’t  sleep  nights,  I see  chil- 
di'en  in  Bosnia  hit  in  rocket  attacks,  children  in  Africa 
starving  to  death,  children  all  over  the  world  suffering. 
At  these  moments  1 have  to  stop  myself  from  cursing 
what  is  good. 

life  is  good,  life  is  of  God.  I believe  it  is  inherently 
negative  to  curse  what  is  of  God,  so  I do  not  allow 
myself  to  do  tliat  But  I do  not  pretend  to  understand  this 
world  either,  and  I cannot  simply  accept  it  with  a smile. 
The  trick  is  to  maintain  faith  that  chaos  is  not  the  norm 
in  the  spiritual  realm,  though  it  is  often  all  we  can  see 
from  the  earth.  EP 


James  Elliot  lives  in  Pasadena, 
Califoynia  toith  his  unfe, 

March^le,  and  son,  Reese,  3. 

James,  an  actcn;  is  xmiting  his 
fiyst  screenplay.  He  also  xoorks  as  a 
pivpeity  managet^and  bartender, 
Marckdle  is  a member  of  numer- 
ous eariy  intervention  cotnmittees 
and  provides  support  to  cuirent 
NICU  parents,  Reese  uM  soon 
begin  attouling  afourHiay-a-mvk 
special  education  pivschool  pw- 
gram.  His  favorite  activity  is 
music;  Iw  loix^s  to  hum  and  clap 
along  mth  his  favorite  songs. 
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Save  up  to  60%  on  Disposable  Diapers 
And  We  Will  Deliver  Right  to  Your  Door 


To  order,  call  toll-free 


1-800-777-1111 

24  Hour  Service 

Ask  about  our  complete  catalog  including  GoodNites. 
Depend,  Attends,  At  Ease,  Comfort  Dry,  Ultra  Shield, 
Dri  Pride,  Promise  and  No-Rinse  Products 

Woodbury  Products,  Inc. 

4410  Austin  Boulevard  - Dept.  250 
Island  Park,  New  York  11558 
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LIVING  AND  LEARNING 
IN  THE  COMMUNITY 

With  its  unique  nuxlel,  The  Evergreen  Center  has  a historv'  ot  successfully 
transitioning  students  to  less  intensive  community  settings. 

Evergreen  students  live  in  actual  community-  settings  trawling  to  and  from 
school  each  day  through  the  Blackstone  Valley  (MA)  countrvside-  With 
trained  professionals,  they  learn  basic  skills  in  the  classnxim,  m the 
community  and  in  their  residence. 

Students  receive  vocational  training  and  experience  real  work  opportuni- 
ties. Students  are  supported  with  behavior  development  programs,  medical 
and  family  services,  and  physical,  speech,  or  ixicupational  therapy. 

Our  Students*  Challenges 

• Autism  * Hearmg/Sight  Impairment 

• Mental  Retardation  • ^'  t*re  Maladaptive  Behavior 

• Physical  Disability 

The  Evergreen  Center  is  a licensed,  private,  non-pn.lit  residential  schind 
offering  students  and  their  families  from  across  the  country’  and  abroad 
residential  programming  12  months  a year.  For  more  information  call  or 
write  Robert  F.  Littleton,  Jr.,  Executive  Director. 
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by  David  Hirsch,  M.D. 


Atlantoaxial  Instability 


QMy  10-year-old  daughter  has  Down  syndrome.  She 
wants  to  participate  in  some  of  the  track  and  field 
events  in  the  Special  Olympics.  Before  she  can  partici- 
pate, her  doctor  needs  to  fill  out  a physical  examination 
form.  The  form  requests  the  results  of  a special  x-ray  to 
rule  out  ‘‘atlantoaxial  instability,”  which  I understand  is 
more  common  in  children  with  Down  syndrome.  My 
daughter  has  never  had  this  type  of  x-ray  before.  She 
plays  very  hard  and  has  always  been  very  healthy.  Her 
physical  examinations  have  always  been  normal;  she 
has  had  no  abnormal  physical  findings  or  complaints. 

What  is  atlantoaxial  instability?  Is  this  something  I 
need  to  worry  about?  What  are  the  symptoms  of  this 
condition?  How  often  should  my  daughter  be  x-rayed? 
Are  track  and  field  activities  safe  for  her? 

A There  is  some  disagreement  between  physicians 
and  various  medical  organizations  about  the  diag- 
nosis and  treatment  of  atlantoaxial  instability.  Nor  does 
everyone  agree  about  its  implications  for  individuals 
with  Down  syndrome  who  wish  to  participate  in  athletic 
activities.  In  answering  this  question,  I will  try  to  give 
my  assessment  of  this  currently  controversial  situation. 

Atlantoaxial  instability  (AAl),  also  referred  to  as 
atlantoaxial  subluxation,  is  a condition  where  there  is 
increased  mobility  or  movement  between  the  first  and 
second  cervical  vertebrae  (segments  of  the  spine  in  the 
neck).  Various  studies  have  estimated  that  this  condi- 
tion occurs  in  10  to  40  percent  of  children  with  Down 
syndrome;  15  percent  is  probably  most  accurate.  AAI  is 
also  found  in  some  individuals  with  rheumatoid  arthri- 
tis, abnormalities  of  the  second  cervical  vertebrae  or 
dwarfism. 

AAI  is  usually  diagnosed  with  x-rays  of  the  cervical 
spine,  but  typically  does  not  produce  noticeable  symp- 
toms. Symptoms  are  usually  seen  only  when  subluxa- 
tion (incomplete  or  partial  dislocation)  of  the  joint 
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between  the  first  and  second  cervical  vertebrae  leads  to 
irvjury  of  the  spinal  cord  in  the  neck.  An  individual  with 
this  type  of  ii\jury  may  tire  easily  or  may  have  difficulty 
walking.  Other  symptoms  might  include  neck  pain,  lim- 
ited neck  mobility,  head  tilt,  clumsiness,  sensory  deficits 
(numbness  or  weakness  in  the  arms  or  legs)  and  spas- 
ticity (abnormally  increased  muscle  tone). 

Individuals  with  AAI  who  experience  trauma  or 
severe  ii\jury  to  the  spinal  cord  usually  exhibit  these 
symptoms  prior  to  the  traumatic  ir\jury.  That  is,  trauma 
or  ir\jury  rarely  causes  the  initial  appearance  or  progres- 
sion of  these  symptoms.  Fortunately,  individuals  with 
Down  syndrome  who  have  AAI,  as  disagnosed  through 
abnormal  x-rays,  rarely  show  any  observable  symptoms. 

However,  the  situation  is  hardly  that  straightforward. 

In  some  cases,  individuals  with  Down  syndr  ome  who 
are  asymptomatic  (have  no  symptoms),  and  who  initially 
have  normal  x-rays  of  the  cervical  spine,  will  have  abnor- 
mal x-rays  later  on,  typically  within  the  next  three  to  six 
years.  Other  asymptomatic  individuals  with  initially  abnor- 
mal x-rays  will  have  normal  x-rays  later,  usually  within 
the  next  six  years.  In  fact,  this  type  of  change  (from 
abnormal  to  normal)  seems  to  be  more  common. 

Asymptomatic  AAI,  while  common  in  individuals  with 
Down  syndrome,  does  not  seem  to  be  a significant  risk 
factor  for  later  development  of  symptomatic  AAI. 
According  to  the  American  Academy  of  Pediatrics 
Committee  on  Sports  Medicine  and  Fitness,  x-rays  of 
the  neck  may  have  some  value,  but  they  have  not  been 
proven  entirely  effective  for  identifying  individuals  who 
are  at  risk  of  developing  spinal  cord  iiyury  while  partici- 
pating in  athletic  activities.  The  Committee  concluded 
that  it  is  more  important  to  identify  those  individuals 
who  have  symptoms  that  indicate  the  possibility  of 
spinal  cord  inixxry  resulting  from  AAI.  That  is,  it  may  be 
of  more  value  to  find  those  individuals  who  have  early 
symptoms  of  spinal  cord  iiyury — before  it  leads  to  more 
serious  medical  problems — ^than  to  do  routine 
x-ray  screening  of  all  individuals  with  Down  syndrome. 

The  best  way  to  identify  symptomatic  individuals  is 
through  regular,  routine  physical  examinations,  espe- 
cially prior  to  participation  in  sports.  It  is  also  important 
for  parents  to  learn  the  early  symptoms  of  spinal  cord 
ii\jury  resulting  from  AAI.  This  will  enable  parents  who 
observe  such  symptoms  to  obtain  immediate  medical 
attention  for  their  child.  Doctors  may  order  x-rays  of  the 
cervical  spine  or,  on  occasion,  CAT  scans  or  MRIs  to 
further  evaluate  symptomatic  individuals. 

It  does  not  sound  as  if  your  daughter  has  any  symp- 
toms of  spinal  cord  ii\juiy  resulting  from  AAI.  Assuming 
her  physical  examination  is  otherwise  normal,  track  and 
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field  should  be  a safe  activity  for  her.  For  now,  because  it 
is  required  for  participation  in  the  Special  Olympics,  I 
would  suggest  that  your  daughter  get  an  x-ray  of  her  cer- 
vical spine  to  check  for  any  abnormalities  tliat  might  sug- 
gest AAI.  The  x-ray  should  not  need  to  be  repeated  until 
your  daughter  reaches  puberty,  in  three  to  five  years, 
unless  she  develops  any  of  the  symptoms  mentioned 
above. 

Finally,  although  this  is  not  an  issue  that  affects  your 
daughter  now,  if  she  is  ever  to  have  surgery  involving  her 
head  or  neck,  many  anesthesiologists  and  surgeons 
would  recommend  a pre-surgical  cervical  spine  x-ray.  If 
this  screening  detected  AAI,  doctors  would  take  special 
care  in  positioning  and  manipulating  her  neck  during  the 
surgery. 

More  information  on  AAI  may  be  obtained  from  The 
National  Down  Syndrome  Society  (666  Broadway,  8th  FI., 
New  York,  NY  10012;  800/2214602;  212/460-9330;  212/979- 
2873,  fax)  and  the  Canadian  Down  Syndrome  Society 
(811  14th  St.  NW,  Calgary,  AB,  Canada  T2N  2A4;  403/270- 
8500;  403/270-8291,  fax).  EP 


Did  I Hear  You  Say  Help? 

□ Are  you  looking  for 
appropriate  services 
for  yourself,  your  family 
member  or  client? 

□ Would  you  like  to 
obtain  information  on 
religious  services  and 
materials  offered  by 
specific  faith  groups 
and  Bethesda? 


National  Chrtetlan 
Raaourea  Comar  on 
Mtmal  Rotardatlon  - 

aMTvicear; 

Bethesda 

LUTHEnAN  MOMBB 
ANO  SlERVtCSa,  INC* 

700  Hoffman  Dr. 
Watertown.  WI 53094 

A.L.  Napolitano 
Executive  Director 


Call  1*eOO-a69-INFO 


Then  call  our  toll«free  hotline  1*800>369-INFO. 
We  ofier: 

• Lists  of  services  in  specified  geographic  areas. 

• Referrals  to  advocacy  and  support  groups. 

• Referrals  to  religious  education  programs. 

• Lists  of  religious  materials. 


' Bethesda  offers  workshops  and  resources  to  help 
you  build  parish  ministries  which  fully  include 
persons  with  disabilities  and  their  families.  For 
more  information  call  1-800-369-INFO. 
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^at  they’re  saying  about 
The  Best  Toy^  Books  & Videos  for  Kids 

fo’ children  with 

D.  Klein,  Ph.D. 
Editor-in-Chief.  Exceptional  Parent  magazine 

them  r l’  ^ help  guide 

Plav  and  r""  of 

P y and  toys  and  how  to  use  them  with  our 

hildren  who  have  disabilities.” 

-Patricia  McGill  Smith.  Executive  Director 
National  Parent  Network  on  Disabilities 


Order  the  brand  new 
1.996  edition  today! 

(800)‘535-l9l0 

#HCO820D^.($r3) 
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EAITH  INSURANCE  TROUBLESHOOTER 


by  Richard  Epstein 

Health  Insurance  Covers  Only  One  Wheelchair 


QOur  health  insurance  plan  allows 
for  only  one  wheelchair  per 
client,  per  lifetime.  My  child  received 
a wheelciiair  at  the  age  of  four.  When 
he  was  seven,  we  had  to  have  the 
wheelchair  ac^usted  at  a cost  of 
$1,400.  The  insurance  company 
denied  the  claim  because  they  do  not 
“repair,  replace  or  adjust  equipment” 
We  are  not  eligible  for  California 
Children’s  Services  (CCS)*  because  of 
our  family  income,  so  we  paid  for  the 
ac^justment  ourselves. 

We  will  eventually  need  at  least  one 
additional  chair.  Is  there  anything  I can 
do  to  reverse  the  insurance  company’s 
policy  of  one  ^eelchair  per  client? 

A This  is  the  first  time  Fve  heard 
of  an  insurance  policy  that 
restricts  its  coverage  of  durable 
medical  equipment  to  the  purchase 
of  one  wheelchair. 

Some  insurance  policies  may 
exclude  coverage  for  specific  types 
of  durable  medical  equipment. 
However,  if  an  insurance  policy  pro- 
vides coverage  for  such  equipment, 
the  policy  usually  allows  for  the 
purchase  of  new  equipment  when 
necessary  to  meet  a person’s  chang- 
ing needs.  Since  a child  with  a 
mobility-related  disability  is  likely 
to  need  either  a new  wheelchair  or 
an  ac^justment  to  his  current  wheel- 
chair as  he  grows,  the  kind  of 
restriction  you  describe  clearly  pre- 
sents a serious  economic  problem. 

The  obvious  solution  is  to  try  to 
find  a new  insurance  plan  that  does 
noc  Include  such  a restriction.  If  you 
are  able  to  locate  a new  insuratice 
plan,  try  to  make  sure  it  will  cover 
your  child’s  medical  needs  immedi- 
ately. Unfortunately,  many  plans 
have  waiting  periods  for  “pre-exist- 
ing conditions” — medical  conditions 


already  present  before  the  purchase 
of  the  policy — and  some  plans 
never  cover  pre-existing  conditions 
at  all.  Plans  with  pre-existing  condi- 
tion clauses  often  have  waiting  peri- 
ods that  range  from  six  months  to  a 
year.  If  your  new  policy  has  a wait- 
ing period,  ask  your  child’s  clinical 
team  whether  a local  children’s  hos- 
pital may  be  able  to  loan  out  eqmp- 
i -ient  temporarily,  or  whether  you 
could  rent  £q)propriate  equipment. 

If  you  cannot  find  a new  plan,  you 
can  explore  several  other  options. 
First,  your  child’s  public  school  sys- 
tem may  be  willing  to  pay  for  a new 
wheelchair  if  it  relates  directly  to 
his  educational  needs — ^if,  for 
instance,  there  is  no  other  way  for 
your  child  to  get  from  classroom  to 
classroom.  You  would  need  to  be 
certain  that  the  need  for  the  wheel- 
chair is  noted  in  your  child’s  lEP 
(Indi\4dualized  Educational  Plan). 
You  would  also  need  to  raise  the 
issue  of  whether  your  child  could 
bring  the  wheelchair  home — equip- 
ment specified  in  the  lEP  to  be  pur- 
cliased  by  a school  system  must 
sometimes  stay  in  school,  although 
rules  vary  from  school  district  to 
school  district.  The  school’s  lEP 
team  can  review  its  c»  jrrent  rules 
with  you. 

Second,  local  charitable  organiza- 
tions, such  as  church  groups  and 
fraternal  organizations,  may  help 
pay  for  medical  equipment  for  a 
child  with  a disability.  You  might 
want  to  contact  such  community 
organizations,  your  clergy  person  or 
a family  service  agency  in  your  area 
for  assistance. 

You  might  also  search  for  a used 
wheelchair  that  meets  your  child’s 
needs.  Many  people  who  have  chil- 
dren with  disabilities  may  be  inter- 


*  Ccdifomia  Children's  Services  is  a Children^  with  Special  Health  Care  Needs 
( CSHCN)  p7X)giumJunded  thnxagh  federal  rnjcmies  (litle  V of  the  Social 
Security  Act)  and  matching  state  dollars.  Currvntlyy  each  state  decides  haw 
CSHCN  funds  are  spenU  and  services  vary  firm  state  to  state. 
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ested  in  selling  or  exchanging 
wheelchairs. 

In  addition,  many  people  with 
wheelchairs  they  no  longer  need 
may  be  interested  in  donating  those 
chairs.  Many  people  who  use  wheel- 
chairs, for  example,  are  fully  cov- 
ered by  their  insurers  for  the  pur- 
chase of  replacement  chairs.  In 
such  cases,  an  individual  may  even- 
tually end  up  with  two  or  three 
wheelchairs,  since  insurance  com- 
panies generally  do  not  want  used 
medical  equipment  retumeSV 

Unfortunately,  I don’t  know  of  any 
national  program  that  makes  used 
wheelchairs  available  at  this  point 
The  idea  certainly  makes  sense,  how- 
ever, and  could  be  extended  to  other 
medical  equipment,  as  well. 

You  miglU  want  to  consider  getting 
in  touch  with  a parents’  group  to  see  if 
they  are  interested  in  creating  a pro- 
gram for  exchanging  used  wheelchairs 
and  other  medical  equipment  You 
may  also  want  to  c onsider  establishing 
such  a program  on  your  own.  The 
American  Self-Help  Clearinghouse 
(Northwest  Covenant  Medical  Center, 
Denville,  NJ  07834-2995, 201/625-7101, 
voice;  201/625-9053,  TTY;  201/625^848, 
fax)  has  experience  he^)ing  people  set 
up  support  groups  and  has  indicated 
their  willingness  to  work  with  interest- 
ed people  to  establish  a nationwide 
equipment  exchange  program.  IP 
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THENKnoNM-PMeir 
NnwwoNDiSMunes 
Board  of  Oiracton 

Malta  Anciiondo 

TASK,  Anaheim.  CA 

Dianna  AiiOn 

Advocates  for  Children  of  New  York, 
lnngtsl»td,NY  . 


;,ktoion, 

Washington  PAVE.  Tacoma.  WA. 
Pre^iient 

Connli  Curtin 

VemK)nt  Parent  infomi^ 
Burlington,  VT 

Dians  Culhbirtson 

Statsvvkie  Parem  Advocacy 
(SPAN).  Westfield,  til. 
P^PtBSkfelrt 

Nancy  DMI 

STEP  (Support  and  Training  for 
Excepdwal  Parents),  Greenevilie, 
Tennessee 

Joaepf)  Garda 

Touchstones,  Seattle.  WA 

BMnlaJolinaon 

Ar1<aasa$  Disability  Coalition, 
Little  Rock,  AK 

Dabra  Johmwn 

Idaho  Parents  Unlimited, 
Boise,  Idaho 

JoanKHbum 

IW\TR])(.  A Parent  tfetMvk 
& Resource  Center, 
myskf^,QKTrdasurer 

PBQOyLaBianc 

(^PROMPT, 
Metairie,  Louisiana 

Janat  LonsdalB 

Parents  Union  for  Public  Schools, 
Philadelphia,  Pennsylvarila 

Janat  Lontdato 

Parents  Union  for  Public  Schools, 
Phliadeiphia,  Pennsylvarila 

DMitoNMl 

Arc  of  Georgia, 

East  Point,  G^ia 

Sua  Pratt 

CAUSE,  Unsing,  Mi 

Pat  Smith 

Georgia/ARO.  East  Point,  GA, 
PahiamefHaflan 

Pam&tMMharQ 

DlsabliityRi^  Educations. 
Defense  Fund 
Berkafey.CA, 
Wwflrasfetenf 

JWiICtOIII 

Federation  for  Children  with 
SpeM  Needs,  Boston,  MA, 
Secretay 

nrirtcMMcGiilSinnh 

BtecuOiaDinclor 
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FVam  Septeniba"  39  to 

ito  annual  meeting  at  the  St  James  Ho^ 
to  the  haSa  ,Ckm£p;esB  in  Wasldng^ 
hundred  parartleadasfrcm  acmes  the  0^  . 

atboKiedtheiiai^tog.  ' ^ 

CCNMINGH^ 

NPND  Poimc  SEgviCE  Ababd 

Manbeto  of  tlB  fWND  Br^  of  IMrednto 
-wito  Repieso^totivO  Bendy  *Th]ke" 

(R<IA),  Chaiiinanof  the  Eaify  Childhood,  libuth 
and  Eatoilito  Subamuncdttee  of  dto  Houto  Conun^ 
tee  on  Econondc  and  Educaticmal  Oi^cxtunilies, 
whirtohasbeatieqxmsilHefa'toitiatingthedevd- 
ofHnent  of  the  reauduxiaatkm  of  the  to^^ 
wito  Disabilides  Educahon  Act  M dto  coiv 

dtiskm  the  meettog,  Joanne  Ekitts,  NFNP  presi- 
dent, presented  Bepresentative  Cunningham  with 
the  Whn>  Award  for  DtetoiguiafaedPu^  Service. 

HEmHCABE 

Jack  Ebetei;  sorm  to  bev^kifitmed  Eieputy  Seoe- 
taiy  of  Health,  U.S.  Departxhad:  of  Health  and 
Human  Services,  apdoe  about  proposed  cuts  to 
Medicaid  and  Medicare,  these  cu^  Ebder 
explained,  would  render  the  jHiogramsirtcapable 
of  meeting  toe  needs  of  pec^  with  disaUHties 
andsaniorcittoens. 


NPI9  kti  dtctM  to  M DnM  MMDmL  Dm  w 

-_JSW 

Boim,kktio 

•DwUlitoKtolimiBi;" 


■i&TZ 


Q[^ucdit;  tiradning 

tofoimparnusabotol^isiaiiohaffecttogtoeeda- 
caticwto  liiJtto  of  dddren  vvito  disab^ 

BEAtTHOBIZ^N  ep  the  IDEA 

Apandof  staff  tnaitoen  &om  toe  House  Subcom- 
mk^  on  Eady  (toMiood,  YoutoandFtonil^ 
aruitoeSdutte 
Subcmnmitteeon 
DteabiHty'PoUcy.  :■ 
tqpdated  meeting 
participants  on  toe  ; 
statwoftoelDEA; 
itoMk^ioiizdtonto , . 
both  tlie  House  and 
the;  Senate.  Both 
House  and  Senate 
planndi  cto  procbix> 
togadiaftoftoe 
bin  before  toe  did 
of  Octobec  (Ed/- 
TORlsNCTRUie 
House  issued  their 
drc0tqftheiMon 
OdoberSO,andthe 
Senate  ar^/fipcUes 
rdeasing  Oteir 
(tn^onNdvmber 

^.FcuvntsTteedtobei7^brtnedarkliiUk)h)ed.^ 


(Ml  to  ilghD  Carat  Blades. 
Spactoeducdioo  Action 
Comraitiae,  AUbamc  Comia 
Hawldi^Extotok^ 

Aaetotonpa  Center,  North 
Carolina,  atoi  rautoig  NPNO 
Board  membar,  and  Martha 
Zla£tor,  TAPP  (Technical 
Aiaittanoe  for  Pwenle  Pragnnto^ 
Boston,  Maaaachuaatts. 


ycnir  local  Ptl;}^Np  cm  direct  you  to  OuUPn 
ifyoudowtlmowhowtofindiL) 

The  KHJi  OP  PAKENTO 

JiKiy  Heutoadl,  AsBistaitii;  Secretary  of  the 
of  Spedal  Education  and  Behabiiitation  Services 
(06EBS);  Ibm  Hdii^  tkrector  of  toe  Office  of 
Spedd  EdixMkm  HrcHgruns  (dS^ 

WiQiams,  Gocninlsdoitor  of  the  Admtoia^^ 
DevdoimieptiM  Disabtoities,  U&  Depatto 

continued  on  PO00  50 
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If  Prescription  Drugs 
Are  a Part  of  Your  life... 

,Jhe  Cost  Doesn  Y Have  to  Be! 


Since  1988,  Preferred  Rx  has  helprf  thousands  of  families  drastically 
reduce  the  annual  cost  of  prescription  drugs  and  diabetic  supplies. 

as  simpk  as  U2^3! 

1.  Preferred  Rx  will  ship  your  order  without  advance  payment. 

NO  CASH  OUTLAY! 

2.  Preferred  Rx  will  file  the  claim  with  your  major  medical  carrier. 
NO  MORE  FRUSTRATING  PAPERWORK! 

3.  In  most  cases  we  accept  the  insurance  assignment! 

MORE  MONEY  DM  YOUR  POCKET! 


Pre^rredRx 

34208  Aurora  Road  • Suite  132  • Solon,  Ohio  44139 

Offer  void  whin  prohibited  by  law 


W^ln  Mail?.Cali;r01)A\':  l-8()()-843J03H 


CompuServe:  73624,3152  Prodigy:  KMHN69A 

Ask  about  our  FREE  prescription  card  honored 
at  over  40,000  local  phamutcies  nationwide! 
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!Persondized  InterdiscipCinary 
Programs 


HMS  School  for  Children 
with  Cerebral  Palsy  serves 
children  with  multiple 
disabilities  resulting  from 
cerebral  palsy  ortraumatic 
brain  Injury  who  need 
comprehensive,  individually 
structured  programs  that 
include: 

Physical  & Occupational 
Therapies 
Special  Education 
Speech/Language  Therapy 
Music  Therapy 
Communication  Aids 
Special  Medical  Attention 
Adapted  Recreational  Activities 

HMS,  founded  in  1 662. 
is  open  to  students  two 
to  21  years.  The 
experienced  staff  and 
well>respected 
consultants  provide 
strong  interdisciplinary 
programs  for  day  and 
residential  students  at 
the  licensed  private 
school. 


Com^*  ^^^'^Ology 

^°>»munlcatlon  zZL 
^•^''Ironmental  ^ 


For  more  information  write  or  call: 

Diano  L.  Gallagher,  Ph.D.,  Director 

^M<;  ScfiooC 

For  Children  With  Cerebral  Palsy 

4400  Baltimore  Ave,  Philadelphia,  PA  19104 

(215)222-2566 


pardcttantHtb 

k)cal  (xxnrnunUiesf^ 

use  thiB  feedback  to  shape  its  stzategies 

^Np  to^  Senate  axKi  licxise  sta^ 

caiisabbiitthexeauthoi^^ 

.Ctednnan  (^the  Senate 

thsbtk&ig.  (For  theMtfixt  of  Ws  remade 

oftbeIDE^**p.  Atber  hb 
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vdce  QoncesYis  about  f he  potential  efifccte 

now  uTKia*  corisid»ati^«  Ma](xity  Staff  ci 

the  S^tate  &jbcopn^ 

stein,  j^fin<»rity 

pioc^  of  1X3^  te  reach  a consensus  4>out  the  dl^ 

Ihe  discQffikxi  focused  (XI  pn^osed  diaxvges  te  ffve  ainei^ 
"*stay5)utf' doctrine  of  the  IDEA  Chinentty,  te  tte 
ina:y:  betweai  parent  S2id  school  district  a stedent 
hb  or  her  current  placemait  white  due  pstx^essnins  i^  . 

Hbusepropc^wouM  assure  tl^ 
their  Gonsdturiobd  ri^ite  te  due  process,  thdr  chi^^ 

*t>ut  out”  cf  regular  i^aoements  2nd  put  into 
white  due  {»o(^  ran  ite  oouisa 

Qnbce  the  House  arid  the  Senate  have  both  passed  thdr  own 
drafts,  a oxiferaice  committee,  ccmsistingof  memb^  of  both 
biandies  of  Ckxigress,  wiU  meet  to  come  with  aso^ 

the  blB  to  be  pies^ted  agam  to  Congress  and  then  to  the  President 
Our  best  esdinate  b that  thte  win  be  ()n  the  Presidents  desk 

within  the  next  60  days. 

Tb  make  your  opinions  heard,  contact  R^resentative  Cunning- 
bain,  Chairman  of  the  Early  CMdhood,  Youto  ard  FbndDes 
committee  (2181  Rayburn  House  Office  pdg.,  Ihdepaidence  Ave. 
andS.  CsqpMSt  SW,  Washingtxm  DC  20615);  Senator  FWst,  Chair- 
man of  the  Senate  Subccxnmittee  cm  EH^iMty  Policy  (Sen^ 
sen  QjBQce  Bldg.,  Hm  422, 1st  and  C Sts  NE,  Wa^tln^on,  DC 
20510);  Senator  Nancy  Kaasebanm  (R-i^,  Chaiipetson  of  the  Seri- 
ate Lato  aiKl  Himian  Resources  Committee  (Senate  Diiksen 
OfficeBldg.,Rnt428);aiKlRepres^tath^MIIaniGoodIing(H- 
PA),  Chairman  of  the  EcoiicMidc  atvi  Educarional  Oi^poitunit^ 
OxTunittee  (2181  Rayburn  House  Office  Bldg.). 

“MYPAMgy  POES  MBVDUmON^ 

Disability  advocate  Justin  Dart  called  for  pec^le  with  disabili- 
ties and  their  families  to  puU  together  across  organizations, 
ages,  disabilities,  political  parties  and  other  narrow  interests  to 
build  a "revolution  of  rights.**  "Scxne  families  have  hobbies,  and 
some  families  do  i^rts 
together,”  he  explained.  "Afy 
family  does  revolutioa” 

Awards 

NFND  presented  awards  to  Paula 
Goldberg  and  Ccxmte  Hawkins, 
outgc^  Nl^  Boaid  members, 
fortoekyewofdistir^^ 

^ice  to  chikhen  wiffi  dbabOit^ 
aixl  thek  families,  NFND  also  ho^ 
oredGunnarDybwad,  Profess 
Enieiitus  of  Hianan  Devcl^ 
at  Braivleb  Uiiivengity,  for 
ecship  te  the  fiidd  of  disabithy 
ri^  thiou^ioik  the  worid 
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(M  to  righO  8u6  CAU6E, 
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"The  finest  publication  of  its  kind. 


Must  reading  for  all  those  with  a 
handicapped  child... a boon  to  parents... 

it  could  change  their  lives." 

Ami  Landers, 

Reprinted  ivith  permission  of  Ami  Landers, 
Los  Ajigeles  Times  SyndicatefCreators  Syndicate 


'I  highly  recommend  Exceptional 
Parent  magazine  to  all  parents  of 
children  with  disabilities." 

T.  Berry  Brazelton, 
Clinical  Professor  Emeritus  ^Pediatrics, 
Harvard  M^ical  School 


If  your  child  has  special  needs, 
j/ou  have  special  needs. 

Needs  friot  range  from  expert  advice  and  detailed  Infonmr^on  m 
medical  and  education  matters,  resources,  programs  and  legislation  to 
old-fashioned  common  sense  on  coping  with  the  day-to-d^  ^ents  in 
the  life  of  a child  or  young  adult  with  a disability  or  special  health  care 
needs. 

You  need  information  that  matters, 
from  people  who  care. 

You  need  EXCEPTIONAL  PARENT. 

For  nearly  a quarter  of  a century,  the  award-winning  magazine  you  re 
holding  in  your  hands  has  been  a source  of  hope,  help  and  guidance 
for  millions  of  parents,  family  members,  health  care  profe^on^  and 
educators  concerned  with  the  care  and  development  of  children  and 
young  adults  with  disabilities — people  like  you! 

Make  Exceptional  Parent  magazine  a regular  part  of  your  life. 

Become  a regular  subscriber  to  Exceptional  P areot  today , ji^  by 
mailina  the  coupon  below  or  by  using  the  subscription  carcfe  TOund 
into  this  issue  You'll  receive  twelve  big  monthly  Issues  including  our 
Annua!  Resource  Guide  — A Directory  of  National  Organi^ons, 
Associations,  Products  and  Services.  It's  a $10  value  all  by  itself  and 
one  of  the  most  useful  information  resources  you'll  ever  own  — 
oi!  for  ju$t  $28,001 

Save  an  additional  20%  by  subscribing  for  two  y^rs  for  just  $45  - or 
save  25%  when  you  subscribe  for  three  years  for  $63.  Of  course,  you 
may  charge  your  subscription  to  your  Visa  or  MasterCard  account. 

Order  by  colling,  toll-free:  1-800-247-8080. 


MAIL,  FAX  or  PHONE 

for  your  subscription  to 

Exceptional 
PARENT 

Xp.O.  Box  3000,  Dept.  EP 
Denville,N]  07834 


PH:  800  247-8080 
FX;  201  489-1240 


□ YES!  Please  enter  my  subscription  to  Exceptional  Parent  for. 

□ 1 year  (12  Issues)  just  $28.’  □ 2 years  (24  Issues)  just  $45.’  □ 3 years  (36  iSSUes)  jUSt  $63. 
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STANDING  POWER 


Yes  to 
medicarel 


Everyone  knows  standing  is  « pncticai  necessity! 

The  obvious  benefits  are  improved  circulation,  lessened  muscle 
spasms  & contractions,  improved  bowel  and  bladder  regularity,  skin 
integrity,  etc.  The  problem  is;  how  do  I habitually  implement  this  in 
my  already  demanding  schedule?  At  Redman  we  believe  we  have 
the  answer  in  our  Chief®,  a well  designed  and  manufactured  power 
chair,  wth  the  ability  to  power  you  into  a stand  at  your  command 
and  priced  far  below  what  you  may  expect.  Call  today  for  more 
information  or  a dernonstraUon.  GROWTH  PACKAGE 

CALL  800-727-6684  AVAILABLE  FOR  CHILDREN 

Redman  Powerchairs 
945  E.  Ohio,  Ste.  #4  • Tuscon,  AZ  85714 
(520)  294-2621  • FAX  (520)  294-8836 
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A SPE(^  SERVICE  FOR  EXCEPTIONAL  PARENT  READERS! 

This  Reply  Card  enables  you  to  receive  FREE  information  about  products 
and  services  seen  In  Exceptional  Parent. 
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Quality  Incontinent  Care  Products 

Help  keep  skin  dry 
and  provide  outstanding  leakage 
protection! 

Protection  For  All  \bur  Needs 

from 


ARC  Home  Health  Products 

• Full  line  of  products  in  stock 

• UPS  deliveries  to  your  door 

• No  add  on  shipping  & handling  charges 
• Personal,  knowledgable  service 

• VISA/Mastercard  accepted 


Ultra  Allcndi  Bncft 


AttrmK  Vt' Jvht  l<ithv 


Your  satisfaction  is  our  concern! 

CaffUsI. 

1 800  278-8595 
for  more  information 

Virndw  BridrM  Undnvnimi 


ARC  Home  Health  Products 
RR#4  Box  161  • Oneonta.  New  York  13820 


AiirndHSrMfa 

%aibMe  In  Youth 


An  AffirmstivB  Entwpris», 
providing  jobs  for  pooph  with  dissbUities. 


SAVE!  BUY  BULK 

Atinvk*  Insert  Pads 


The 

WeatherBreakeft 

collapsible  canopy  for  MJL  wheelchairs  and  stroilers. 


'Hey  A\om,  I'm  “Ready  To  Oo  Outside! 

The  weather  doesn't  always  care  if  you  need  to  get  to  school  or 
run  errands.  So,  when  there’s  no  break  in  the  weather,  The 
WeatherBreaker  protects  against  downpours  and  sunburns. 

Heat  and  sun  protection  is  medically  necessary  for  many  chil- 
dren, reimbursable  by  private  or  state  insurance,  and  Medicaid 
in  some  areas.  Contact  your  local  medical  supplies  dealer,  or  call: 

800-795-2392 

rDIESTCO  Mfg.  Co.,  P.O.  Box6504,  Chlco,  CA 95927 


Circle  #75 


Circle  #105 


You’ve  got  a kid. 
Kids  are  incredible. 


HEAR  NOW  is  a non-profit 
organization  serving  clients 
throughout  the  United  States. 
HEAR  NOW  provides  hearing 
aids  and  cochlear  implants  to 
deaf  and  hard  of  hearing  people 
with  limited  financial  resources. 


r H;§ar  now 

I ‘ V 


MAKING 
HeARING 

AccessiBLe 

974  5 E . 1 Umpden  Aw.,  Su  itc  iOO  • Difiver,  Colorado  802  \7 

303497-7797  or  1-800-648-HEAR  (voice^DD) 


HOW  TO  OBTAIN  ASSISTANCE? 

Write  HEAR  NOW  for  an  application. 

HOW  TO  DONATE  A HEARING 
AID  OR  COCHLEAR  IMPLANT 
EXTERNALS? 

PlcMso  send  the  devices  and  the  donor's  full 
name  and  complete  mailinH  address  to  HEAR 
NOW.  Donated  devices  are  tax  deductible. 
A receipt  will  Ex?  mailed  to  the  donor. 


TOGETHER  WE  CAN  MAKE  IT  POSSIBLE 
FOR  EVERY  AMERICAN  TO  HEAR  NOW. 
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Scholarship 

Choate  Rosemary  Hall  is  offering  the  Henry  G,  Stifel  in 
scholarship  to  a student  with  a disability  who  has  demon- 
strated “courage,  endurance,  optimism,  compassion  and 
spirit”  Choate  Rosemary  Hall  is  a private  secondary  school 
boasting  a rigorous  college  preparatory  program  and  state- 
of-the-art  facilitie. Scholarship  candidates  must  submit 
applications  by  Jan.  31, 1995.  For  more  information,  con- 
tact Admissions  Office,  Choate  Rosemary  Hall,  333 
Christian  St,  Wallingford,  CT  06492;  (203)  697-2239. 

Publications 

• Bays  With  Fragile  X Syrvdrome  is  a 
children’s  book  designed  to  educate 
peers,  classmates  and  siblings  about  the 
characteristics  of  fragile  X ^drome.  The 
book  is  the  first  in  a planned  series  and 
can  be  ordered  j&om  the  National  Fra^e 
X Foundation,  1441  York  St,  Ste.  303, 
Denver,  CO  80206;  (800)  688W65.  Cost  is 
$10,  includes  slipping  and  handling 


Transfer  In  and  Out  Qf'the 
Bathtub  Safely  and  Easily^ 


• Water  pperatad  * 
ttoEiecWcity 

• Fits  any  Bathtub 

• Simple  Connection 

• Uftsupto 

• Stable  Transfer  Surfida 
0 Portable 
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NBALTHCMK 
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PUP -ICM  Building  • 1003  International  Drive 
Oakdale,  PA  15071-9223 
Phone:(412)695-2122  • fax:  (41 2)  695-2922 
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• Welcome  to  God's  World  is  a free  publication  from  tlie 
National  Apostolate  For  People  With  Mental  Retardation 
(NAPMR)  that  focuses  on  the  initial  concerns  of  parents 
after  their  children  have  been  diagnosed  with  a disability. 
The  booklet  offers  parents  information  about  mental  retar- 
dation, its  impact  on  tlie  family  and  a listing  of  resources. 
Contact  NAPMR,  4516  30th  St  NW,  Washington,  DC  20008; 
(800)  736-1280, 

• Planning  Your  Dreams:  A Roadmap  for  Life  Aftej'  High 
School  fin*  Students  with  Disabilities  and  Their  Families 
is  a guide  that  offers  parents  and  students  ideas  to  begin 
planning  for  life  after  high  school.  The  publication  focuses 
on  Minnesota  but  also  has  useful  information  for  students 
living  in  other  states.  Contact  Minnesota  Educational 
Services,  70  County  Rd.  B2  West,  little  Canada,  MN  55117; 
(612)  483-4442.  Cost  is  $4.50  ($4  for  MN  residents),  includes 
shipping  and  handling. 

• The  1995  Directory  of  National  Organizations  of  and 
for  Deaf  and  Hard  of  Hearing  People  identifies  68  national 
coasumer,  service  and  professional  organizations  serving 
people  who  are  deaf  or  hard  of  hearing.  This  free  guide  can 
be  ordered  from  the  National  Information  Center  on 
Deafriess,  Gallaudet  University,  800  Florida  Ave.  NE, 
Washington,  DC  20002-^5;  (202)  651-5051  (voice);  (202) 
651-5052  (TTY). 

• Answering  Your  Questions  About  Spina 
Bifida  is  a comprehensive  guide  covering 
many  medical  and  non-medical  issues  for* 
parents  and  children  with  spina  bifida 
Contact  Spina  Bifida  Program,  Children's 
National  Medical  Center,  111  Michigan  Ave. 

NW,  Washington,  DC  20010;  (202)  88443092. 

Cost  is  $4,  includes  shipping  and  handling. 


Infant  Studies  Conference 

The  International  Society  for  Infant  Studies  vrill  hold  its 
biennial  conference  April  18-21, 1996  at  the  new^  Westin 
Hotel  in  Providence,  Rhode  Island.  Special  workshops  will 
be  held  on  April  18,  including  one  sponsored  by  the 
University  of  Miami  Touch  Research  Institute,  and  anotlier 
by  the  Boston  Institute  for  the  Development  of  Infants  and 
Parents.  For  more  information,  contact  Prof.  Lewis  P 
Lipsitt,  Dept  of  Psychology,  Brown  University,  Providence, 

R1 02912;  (401)  863-2332;  (401)  863-1300  (fax). 

Needed:  Air  TVavel  Stories 

Access  to  the  Skies,  a program  of  the  Paralysis  Society  of 
America  (PSA),  wants  to  hear  from  travelers  with  disabili- 
ties about  their  air  travel  experiences.  They  are  collecting  j 
information  to  find  out  how  w'ell  airlines  and  airports  are 
complying  witli  tiie  Air  Carrier  Access  Act  by  acconunodat-  j 
ing  travelers  witli  disabilities.  If  you  have  flown  recently  or  \ 
plan  to  fly  soon,  call  PSA  at  (800)  643-8245, 8-4:30  (centra 
time),  Monday  through  Friday,  or  participate  in  the  survey 
24  hours  a day  by  visiting  tiicir  Internet  web  sife  at. 

! http://coniputek.net:80/access95.  , 
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Murphy  DIaptr  Systtm 

24  Sullivan  Avenue 
Newton,  MA  02164 
1'800'762-9890 
We  make  top  quality  cotton 
diapers.  We  m^e  them  any  size  to 
meet  your  needs.  Soft,  absorbent 
and  comfortable. 

Free  brochure. 


ITS  NOT  HOPELESS! 

School,  Behavior,  Social  Skills.  All 
Types  of  Disabitjes.  FREE  20  min. 
consultation.  Paynter  Educational 
Partners  (800)  555-2509,  (CCO) 
555-6519. 


Massachusetts 

Atlantic  Rehab.,  Inc. 

81  Rumford  Ave. 

Waltham,  MA  02254-9055 
(617)894-0069 
Atlantic  Rehab,  specializes  in 
Pediatric  Mobility  and  Seating. 
Sales  and  Service.  Please  call  for 
more  Information. 


Missouri 


U.S.  Medical  Corporation 

14575  Manchester  Road 
Manchester,  MO  6301 1 
(800)40-USMED/ 

(800)  408-7633 


Consumer  Care 
Products,  Inc. 

RO.  Box  684 

Sh€’x>ygan,  Wl  53082-0684 
(414)  459-8353 


Access  Medical  Supply 

2006  Crovwi  Raza  Drive 
Columbus,  OH  43235 
(800)  242-2460 
Attends  Youth  Briefs  fits 
children  35-75  lbs.  $51 .95/cs  (96), 
Free  Delivery.  Also— Depend, 
S^enity,  other  items.  Menufecturerb 
coupons  accepted.  Free  Catalog! 


Duraline  Medical  Products 

324  Werner  St.,  PO  Box  67 
beipsic,  OH  45856 
800-654-3376 

Call  DMP  for  all  your  incontinent 
needs  such  as  briefs,  p^ts.  pads 
and  liners,  as  well  as  ^‘n  care 
products.  Call  for  FREE  catalog! 

In  Qinada  call  800-667-6996 

H.0.l.r 

1215  Dielman  Wustrial  Court 
□ivette,  MO  63132 
(800)  538-1036 
See  our  ad  In  this  issue. 

O 


YOUTH 

BRlEril 



FITS  30 

\ 

TO  70  LBS.  j 

96  FOR 

\ \- 

$39.98 

CALL 

24HRS. 

1-800-777-1111 

WOODBURY  PRODUCTS 

INC 

4410  MIS11N ILYIX ISUM40  FMtK  NY  1 1SS9 

Care  Electronics 

6741  Arapahoe  Rd.,  Sa^e  2A 
Boulder,  CO  80303 
(303)  444-CARE  (2273) 
WanderCARE  Sykems  notiiy  care- 
givers when  their  warKterer  leaves 
hoTTie.  Locate  them  up  to  ONE 
MILE  away.  FREE  catalog! 


Hig*s  Aluminum  Products 

10625  Maple  Lane 
Rogers,  MN  55374 
(612)  498-7304 
Ramps,  Factory  Direct.  Light 
Weight  Aluminum,  Portable,  2 & 
4-Way  Folding,  Telescoping  Tracks, 
Threshold,  Van,  Scooter  & 
Approach  Ramps. 

FREE  catalog. 


Robertson's  North  Heights 
Pharmacy 

1201  h.  35th  Street 
Texarkana,  AR  75502 
(501)  774-3666 


Every  Child,  Inc. 

1 723  Rosewood  Avenue 
Louisville,  KY  40204 
1-800-382-4493 
502-451-2293  (fax) 

Multicultural  toy  & book  co.  with 
products  reflecting  children  with 
disab!  Caii/Fax  for  FREE  catalog. 


K'lih  Love 
+0 

oo  +0  Usj 


Colorful.  Fun  Interactive 
Toys.  All  adapted  for  switch  use 
ready  to  be  set  into  motion. 


Phone/Fax  513^860-5475 
for  FREE  Catalog 


Switch  Kids,  Inc. 

8507  Rupp  Fanil  Dr. 

West  Chester,  OH  45069 


The  Dragonfly  Toy  Company  Inc. 

291  Yale  Avenue 

Winnipeg,  MB,  Canada  OL4  R3M 
(800)  308-2208 

A Toy  company  like  no  other,  the 
personal  services  at  Dragonfly 
make  shopping  for  kids  w/  special 
n^ds  a pleasure.  Ray  therapist  on 
staff,  toll-free  ordering  and  dkivery 
to  your  door.  Highly  recommended 
to  both  parent  and  professional  + 
Books  and  devices. 


Van.Conversion  Dealers 


Connecticut 


Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom  dri- 
virig  equipment;  distributors  for 
Mobile  Tech..  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Please  call  for  more  Information. 
NMEDA  member. 


New  Jersey 

Areola  Mobility 

51  Karo  Road 
Caristadt.  NJ  07072 
(201)  507-8500/ 

(800)ARCOLA-1 

New-Used-Trade-Lease-Buy. 

Full  sized,  mini,  rear  and  side  entry. 
We  carry  products  fix)m  the  f 
ollowing  manufacturers:  Braun, 
KneeK^,  Vantage,  Ricon,  and  Pick- 
A-Lift.  If  we  don't  have  it,  we’ll  find 
it!  Financing  is  available.  NMEDA 
Member.  Please  call  for  more  info 

Drive-Master,  Inc. 

9 Spielman  Road 
Fairfield.  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
tops/doors,  drop  floors,  custom  dri- 
ving equiprnent;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 

Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  41  yrs.  of 
service  to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member.  

New  York 


Areola  Mobility 

51  Karo  Road 
Caristadt,  NJ  07072 
(201)  507-8500/ 

(800)ARCOLA-1 

New-Used-Trade-Lease-Buy. 

Full  ized,  mini,  rear  and  side  entry. 
We  carry  products  from  the 
fdtowing  manufacturers:  Braun, 
KneeKar,  Vantage,  Ricon.  and  Pick- 
A-Uft.  If  we  don't  have  it,  we'll  find 
it!  Rnancing  is  available.  NMEDA 
Member.  Please  call  for  more  info. 


Youth  Incontinence 
Products 


■ Overnight  Pants  with  Nylon 
Exterior 


24"-44”  waist 

■Training 

Pants 

Toddler-Adult  XL 


■ 2 Piece  Brief  System 
Toddler-Adult  XL 


QUALITY  CARE 

For  Free  Brochure 
CaU:  1-800-259-3099 


Drive-Master,  Inc. 

9 Spielman  Road 
Farfield,  NJ  07004 
(201)  808-9709 

Full  service  mobility  center,  raised 
top^doors,  drop  floors,  custom 
driving  equipment;  distributors  for 
Mobile  Tech.,  Crow  River  lifts, 
Ricon,  IMS,  EZ  Lock,  and  EMC 
touch  pad  systems.  4 1 yrs.  of 
service  to  the  disabled  community. 
Please  call  for  more  information. 
NMEDA  member. 


Ohio 


Forward  Motions 

214  Valley  Street, 

Dayton.  OH  45404 
(513)222-5001 
Full-size/Mini-Van 
modificatbns,  new/used  lifts,  drop 
floor,  raised  roof,  lockdowns, 
driving  equip.  NMEDA  member. 
Owned  by  person  with  disability. 


OpenHeoilsvOpen  l%ieb 


Accepted  Unconditionally 


T-shirts,  ^eatshirts 
Totes  etc... 
Child/Aduit  sizes 


1-207-784-1361 


2 Newman  Street 
Lewiston,  ME,  04240 
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Pennsylvania 

Drive*Master,  Inc. 

9 Spielman  Road 
Fairfield,  NJ  07004 
(201)  808-9709 
Full  service  mobility  center, 
raised  tops/doors,  drop  floors, 
custom  driving  equipment;  dis- 
tributors for  Mobile  Tech.,  Crow 
River  lifts,  Ricon,  IMS,  EZ  Lock, 
and  EMC  touch  pad  systems. 
41  yrs.  of  service  to  the  disabled 
community.  Please  call  for  more 
information.  NMEDA  member. 


Turtle  Books 

Approved  by  the  American  Academy 
of  Pediatrics.  These  upbeat  stories 
with  warm,  colorful  ilustrations 
address  real  issues  found  in  the  lives 
of  real  children  with  disabilities. 
Provide  a bridge  of  understanding  fa 
your  children  with  disabilities,  siblfgs 
& friends.  FREE  Brochure. 

Jason  and  Nordic  Publishers, 

PC  Box  441. 

Hdtidaysburg,  PA  16648. 

FAX  (814)  696-4250 


Free— The  1995  Woodbine 
House/Speclal-Needs  Collection, 

a cata'og  of  excellent  books  for 
parents,  children,  and  profession- 
als on  autism,  CP,  Down  syn- 
drome, Tourette  syndrome,  mental 
retardation,  visual  impairment, 
physical 

disabilities,  special  education,  and 
more.  Woodbine  House, 

6510  Bells  Mill  Road,  Bethesda, 

MD  20817,(800)843-7323 


Special  Camp  Guide  1996. 

A directory  of  summer  programs 
in  the  rortheast  fa  children  with 
special  needs.  Checks  or  money 
aders  fa  $1 2.00  payable  to 
Resources  For  Children  With 
Special  Needs,  200  Park  Ave.  So., 
Suite  816,  New  York,  NY  10003, 
(212)677-4650. 


Private.  501(c)(3) 
Nonprofit  Community 


‘THEm  (X)MMUMTy...\V^ 
Residential,  day,  and  evening  programs 
and  services  for  adults  with 
developmental  disabilities. 

• Paid  Vocational  Training 

• Visual  and  Performing  Arts 

• Daily  Living/Life  Skills 

• Therapeutic  Recreation 

• Case  Management 

• Health  Services 

• Off-Campus  Activities 

• 125-Acre  Wooded  Environment 

Aimandale  at  Suwanee,  Inc. 

3500  Annandale  Lane 
Suwanee,  G.\  30174 
(404)  945-8381 


A VERY  SPECIAL  CAMP  FOR 
SPECIAL  NEEDS  CAMPERS 

A co-ed  residential  camp  for  the: 

• Learning  Disabled,  ADD. 

• Neurologically  Impaired. 

• Mild-Moderate  MR. 

Located  in  beautiful  High  Falls  in 
the  Catskill  Mts.  of  NY  state. 

3,  5,  8 wk,  sessions.  Highly  qualified 
staff.  35th  year.  Free  brochure. 


35th  Year 


Contact:  Bruria  K.  Falik,  Ph.D. 
Camp  Huntington 
P.O  Box  368 
Woodstock,  NY  12498 
(914)  6794903  Winter 
(914)  687-7840  Camp 


“MAXIMIZING  INDIVIDUAL 
POTENTIAL”  Community-based, 
positive  learning  environment  for 
difficult-to-place  children,  adoles- 
cents and  young  adults  with  MR, 
autism,  communication  disorders 
and  challenging  behaviors.  A pro- 
gram of  the  Protestant  Guild  for 
Human  Services,  Inc. 

• 12-mo.  day/residential  programs. 

• 10  miles  west  of  Boston. 

Contact:  Admissions  Director 
The  Learning  Center 
411  Waverley  Oaks  Road 
Waltham,  MA  02154 
(617)  893-6000 
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To  place  an  ad,  contact 


ROYWHOAKER 
(505)  821-3414  or 
fax  to:  (505)  821-2178 


k Continuum 
of  Care 


Children's  Specialized 
provides  a coordinated  approach  to  compre- 
hensive rehabilitation  services  for  children  and 
adolescents.  A continuum  of  care  in  a managed  care 
world  Including  pediatric  sub-specialty  diagnostic 
services,  inpatient  care,  day  hospital  and  ambula- 
tory care  programs. 

Children’s  Specialized  Hospital 

MOUNTAINSIDE  • FANWOOD  • TOMS  RIVER 
NEW  JERSEY 


(908)  233-3720 
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h \i  1 11  H < 'I'l 
Television  is  inipoftcnt  lot 
Americo's  disability  cbnimunity. 
The. network  sprogfanuiiing 
helps  Americans  with  disabili- 
ties move' Into  moinstream  life  . 
(hongmg  perceptions. 

S^NAJOR  BOB  DOLE  * ' 


K\l 

not  only  gives  people  vvith 
disabilities  a new  nieTi-’hs  of 
(ommunication,  but  tifiov^ston  • 
gives  all  Amencuns  on 
opportunity  to  maximize 
abilities. 

ii:  't'' 

SfWAlOff  rOAl  HARHIN 


feir' 


As  one  of  4^  million 
Americans  who  happens  ’o 
hav.e  0 drsabifity,  like  I 
liupjjcn  to  have  epilepsy, 

1 m^very  excited  about  .« 
KM  HlMtsuin  KIA 
uses  the  exiraordinory  power 
of  television  to  communicate 
ideas  and  positive  role  models 
for  our  complex  society. 

TONY  COHHQ.  Chmrnwn 
PfC-iident-s  Conunitt^i^.  . 

Ofi  liuploytuent  o f People 
vv////  Disobiftici  r 


Please  join^March  of  Dimes 
and  K \l!  li  )Os(  n|>!  . With 
your  help,  wo  can  improve  the 
^ quality  of  life  for  Americans 
' with  birth  defects  and  other 
disabilities.  And  we  can  offer 
quality  prograriiming  the  whole 
family  can  bnjoy.^ 

DR.  nmflR  L.  HOWSf 

P/es/c/en/ 

Moreft  of  Dinwi 

Birfh  Oefeds  Foundation 


- Join  with  us  at  Easter 
Seals  ond  KM  f 1 1 < M ‘ I , 

We  want  to  share  vital,  accu- 
rate information.  We  wont  to 
brighten  American  iiornes  from 
coast  to  coast  with  good, 
quality  television. 

JAMES  E.  WILLIAMS^  JR. 
Pri'bident  and  CEO 
N.ationaf  faster  Seo/  Secret j- 


We're  delighted  to  join 
K VI .HIM  t MM  in  the 
'Colling  on  Coble"  con^paign.  I 
hope  you  wilhbecoine  a port  of 
the  effort  lo  bring  this  exciting 
netsvofk  to  every  home  in 
America. 

ELAINE  L.  CHAO 
Pft'iidpfil  und  CFO 
United  Way  of  A^'enir 


AMERICA'S  DISABILITY  CHANNEL- 


CEPnONAL 
PARENT 

Library 

You  can  order 

any  of  the  books  listed 
here  with  the  coupon 
below  or  by  calling 
(800)  535-1910 


^W)rkshopsfor^'^{ 
Siblings  of  Children' 
withSpccial  Needs 

if>it 


SlBSHOPS 

Workshxipsfor  Siblings  of 
Children  with  Special  Needs 
DJ.  MEnfER  P.F.  Vadasy 
How  to  provide  peer  support 
and  educational  opportuni- 
ties for  sisters  and  brothers  of 
children  with  special  needs. 
PB08GOO  $32.00 


wnj.isan^nni 


rrisNPT 

EUR! 


SIBrJNOvSO*-' 

ailLDRKN  wmi 

DiSABniTIBS 


It  Isnt  FaibI 

Siblings  of  ChiUlren 
withDisabiUties 

Edited  by  S.D.  Klein 
& M SCHLEIFER 

Features  chapters  by  parents, 
siblings  and  professionals. 

EPOOIEP  $14.95 


' GENERAL-^ 


Medical  & Surgical  Care 
FOB  Children  with  Down 
Syndrome 

A Guide  for  Parents 
Edited  by  D.C.  Van  Dyke,  Ml).,  etal 
Designed  to  give  partints  a 
complete  and  easy-to-understand 
overview  of  specific  medical 
conditions  that  are  more  common 
among  children  with  Down 
Syndrome. 

WB123DS  $14.95 


DISABUJIY  AND  THE 

Faboly 

A Guide  to  Decisions 
ForAduUhood 

E llJRNBlia,  ni,  U.3.,  LLM,  CTAL 
This  practical,  easy-to-use 
guide  helps  answ*er  families' 
questions  concerning  the 
future  needs  of  their  family 
members  with  disabilities. 
PB0S4OD  $29.00 


The  Life  Planning 
Workbook 

L.M.  Russell  ETTAL 
From  the  authors  of  the  highly 
acclaimed  “Planning  For  The 
Future”.  A hands-on  guide  to 
help  parents  provide  for  the 
future  security  and  happiness 
of  tlieir  child  with  a (Utility 
after  their  death. 

4P1270D  $24.95 


Welcome  Home 
Jellybean 
M.  F.  Shyer 

The  only  place  Gerri  has  lived 
is  in  an  institution.  Her  family 
doesn’t  reaUy  know  her,  but 
her  mother  thinks  she  Is 
ready  to  come  home.  None  of 
them  truly  understand  what  it 
will  be  like. 

SS1260D  $3.95 


Physicians  Guide  To 
Rare  Diseases 
Second  Edition 
Edited  by  J.G.  Theone,  M.D. 
New  Updated  version  of  over 
1,000  pgs.  of  info,  on  over  900 
diagno.ses  and  disabilities. 
This  is  the  most  comprehen- 
sive of  its  type,  pro\iding  the 
most  up-to-date  information 
in  an  easy  to  use  format. 
DP1300D  $97.50 


Down  Syndrome 

; Birth  toAduithoodf  Giving 
Families  an  Edge 

1!'  J.E.  Rynders,  J.M.  Horrobin 
1 11113  new  book  is  an  invaluable 
guide  for  parents  of  children 
with  Down  syndrome,  as  well 
as  the  professionals  who  help 
advance  whole-family 
development. 

LV128DS  $29.95 


SIBLING 


Brothers  and  Sisters 

A ^ipeckU  Pari  of  Exceptional 
FaiidUes-SecondEdiUon 
T.H.  Powell  & PA.  Gallagher 
Tills  guide  offers  reliable 
research  mingled  with  the 
perceptive  wisdom  of  siblings  of 
all  ages  to  encourage  a better 
understanding  of  the  dynamics 
of  family  relationships. 
P80720D  $23.00 

Siblings  of  Children 
with  Autism 

A Guide  for  Families 

S.Ii.  Harris,  Ph.d. 

Understand  sibling 
relationships,  luw  autism 
affects  them  and  what  families 
can  do  to  support  their  other 
cliildKm. 

W8099AM  $12.95 


Planning  for 
the  Future 
Providing  a Meaningful 
Lffefor  a ChUd  wUh  a 
DUabUUy  after  Your  Death 
M.L.  Russell,  et  al 
How'  to  prepare  a Life  Plan, 
a Letter  of  intent,  a Special 
Needs  Trust;  It  explains  how 
to  maximize  your  child’s 
government  benefits,  avoid 
probate,  reduce  estate  taxes 
and  much  more. 

AP0240D  $24.95 


Sometimes  I Get  Au 

SCRIBBLY 

Living  with  Attention- 

Deftdt/HgperaeUvity 

Disorder 

M.B.Neuville 

Clinical,  educational  and 

emotional  infornudion  from 

the  point  of  view  of  a parent. 

PEli9AD  $14.00 


‘PARENT 

SURVIVAL 

MANUAL 


Parent  SliRvivAL 
^ Manual 

i A Guide  to  Crisis  Resolution  in 
I Autism  and  Related 
Deveioptncntal  Disorders 
[ EDn>:i)  BY  E.  Schoplkr 
I Includes  mapy  practical  suggcs- 
tioiisfordeallngwithihcday- 
Wday  challenges  of  life  wit  h a 
child  who  has  autism. 

I PP1400D  $29.95 


SoMETHiNo's  Not  Right 

Onefamily^s  struggle  with 
learning  disabilities 

N.  Lelewer 

Written  from  the  iierspective 
of  a dyslexic  mother,  this 
compelling  story  tells  how' 
she  ensured  that  all  her 
children  received  a good 
education,  despite  thre  / of 
her  four  kids  were  !c?i  ning 
disabled. 

VB133LD  $14.95 


jliNCCli^PATHERSl 

lUrOtcdamonlUMin 
« CUU  wtrfk  A Dttffcilifx  ; 


Uncommon  Fathers 

R^ections  on  Raising  a 
ChiidwithaDisabiUty 

Edited  by  D.J.  Meyer 
A compelling  coUection  of 
essays  by  fathers  who  were 
asked  to  reflect  and  write 
about  the  life-altering 
experiences  of  having  a child 
with  a disability. 

WB1240D  $14.95 


The  Best  Toys,  Books  & 
Vh)eos  For  Kids  1996 

J.  Oppenheim  & S.  Oppeniikim 
The  1990  guidt*  to  over  1,000 
kid-tested,  classic  and  new 
products  including  software, 
audio,  and  spccial-nccds 
products. 

HC1290D  $13.00 
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The  Face  of  Incubion 

A Fannies  Perspective 
J.&R.VARGO 

A unique  and  moving  parent’s 
perspective  of  inclusion  for 
administrators,  teachers,  and 
parents  of  children  with 
disabilities. 

JRI320D-V1OEO  $99.00 


The  Help  Series 
CA  Nklson,  Ph.D.,  OTR 
Provides  information 
to  assist  parents  and 
therapists  with  ideas  in 
the  daily  care  of  their 
children. 

(Videos) 


□>13€P9  Introduction  to  Helping  the  Physically 


Challenged  Child  Function 
More  Independently  $39.95 

ED137PD  Introducing  Functional  Sitting  $39.95 

ED138PD  Improving  Control  of  Sitting  $39.95 

ED139PD  Preparing  for  Standing  $39.95 

ED140PD  Preparing  for  Stepping  and  Walking  $39^5 
EDMiPO  Preparing  the  Child 

to  Change  Positions  $39.95 

/U1  six  can  be  purchased  at  a 10%  discount  $215.75 


How  To  Guide  Your 
Child  Through 
Special  Education 

Jfte  SJfyfbrPlarerUSfliigMs^ 
Resources,  and  ReauUs 
G.H.  Trevor,  M.S.ED 
Sensitivity  presented,  this 
video  covers  the  stages  of  the 
Special  Education  System, 
the  law,  future  planning 
while  encouraging  parent 
involvement. 

EV131B>-ViDEO  $24.95 


*Ask  about  sf;«cfal  bulk  rates  for  this  series 


When  Your  Chiu>  is 
Seriously  Injured 
The  JEmotional  Impact 
onFamiUes 
Marilyn  Ia£H 

Topics  include  pn*p;u  ing  for 
hospital  visits,  reaction  to 
loss,  helping  siblings,  and 
coping. 

EP005ML  $4.50 

(Includfs  shipping  charges) 


When  Young  Children 
ARE  Injured:  Families 
as  Caregivers  in  Hospitais 
and  at  Home 
J.  HALTIWANOKK  & M.  liASH 
A book  about  the  family’s  role 
in  carogiving  when  a young 
child  is  injured. 

EP08SML  ^ $7.50 

( Inclwifs  thippiny  charges) 


When  Your  Child  Goes 
to  School  After  AN 
Injury 

Marily74  Lash 
Issues  parents  need  to 
confront  about  their  child’s 
future  schooling,  health  care 
and  social  needs. 

EP006ML  $7.50 

(Includes  shipping  charges) 


ru  Deaf  AND  Ifs  Okay 

L.  Asbltine,  E.  Mueller  & 

N.TAir,ftcniRESBYR 

Gogwoierky 

How  this  little  boy  ci)pcs 

with  the  frustrations  of 

deafness  at  play  and  at 

home. 

AWU40F  $11.95 


/ CtilLDBER’S  POKS  ^ - 


A Cane  in  Her  Hand 

AB.  LrrcHFiELD, 
IlLUmRAIEDBYk  MOJ. 

A great  book  to  help 
children  \vithout  disabilities 
understand  those  with 
disabilities. 

AWIIIBL  $13.95 


Pricess  Pooh 
K.M.  Muldoon, 
Illustrated  by  L.  Shifte 
A sibling  secretly  dubs 
hersister'Princess  Pooh,’ 
because  she  sits  on  her 
thmne  with  wheels’  and 
gh’es  orders.  An  honest 
look  at  some  universal 
feeling. 

AWUOOD  $13.95 


Home  Helps  Himself 
J.  FASsiiiR,  Pictures  by  J.  Lasker 
Designed  to  help  the  child  with  a 
disability  and  the  sibling  identify 
with  some  of  the  Jojt;,  stresses 
and  strains  of  a disability. 
AW112PO  $13.95 


My  Buddy 

A OSOFSKY 
Buddy  is  the  best  dog 
a boy  could  have.  Fully 
illustrated,  this  book 
demonstrates  the 
desires  of  the  disabled 
to  be  independent. 
HH09SCB  $5.95 


rMiHE  Big  Skier  Now 

M.EMMBRT, 

lLUSlRAIEDBYG.O\fKS 
How  the  loving  care  of 
family  and  friends  can 
influence  and  benefit  the 
quality  of  life  for  children 
with  mental  retardation 
and/or  ph^'sical  disabilities. 
AW113SI  $13.95 


Baby  Book 

for  the  Devetopmentaiiy 
Challenged  Child 
R.  Mathews 
A unique  approach  to  tlie 
traditional  “Baly  Book" 
designed  for  children  with 
developmental  disabilities. 
Special  sections  for  medical 
histories  and  Mom  and  Dad’s 
feelings. 

HD1220D  $25.00 


I 

Mail  to:  Exceptional  Parent,  Dept.  EP9512,  P.O.  Box  8046,  Brick,  N.J.  08723 
Or  caU  (800)  6354910 


CTY. 


TITLES  8 ORDER  NO. 


UNIT  PRICE 


TOTAL 


SHIPPING  & HANDLING  CHARGES:  L.S.  - $3.50  for  1 item;  75<  for  each  additional 
Item.  Foreign  - $6.50  for  1 item:  75<  for  each  additional  item. 

Name 


Sub'Total 

NJ  r )skl«nts 
i 6%  Sates  Tax 

; Shipping 


Address 

TOTAL 

U Ss  ftindtonly  Th«xe  onces  Sro 

City 

State 

Zip 

Subject  to  change.  Pfeaso  allow  4-6 
weeks  tor  dekvery.  Fielurns  must  be 
made  wiihin  4 ot  detiverv. 

Telephone 

No  overseas  returns 

I have  enclosed  my  check  payable  to  Exceptional  Parent  or  charge  to  my:  □ Visa  □ Mastercard 
Account  Number: - - - Exp.  Date / 
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Signature  _ 


L... 


Circle  #300  to  receive  a brochure  of  the  complete  library 
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Children's  Page 

A Really 
Neat  Brother 

By  Christopher  Brown 

y name  is  Christopher  Brown  and  I am 
nine  years  old.  I have  a brother  named 
Patrick,  who  has  bright  red  hair  and  is 
17  years  old.  Patrick  likes  to  watch  TV,  listen  to 
music,  dance  aiid  play  games  with  me.  He  can’t 
run  very  well,  but  he  walks  fast.  He  has  trouble 
talking,  but  he  has  a great  smile.  He  has  a disability  called  cri-du-chat 
syndrome. 

When  we  go  out  into  the  community,  people  stare  at  Patrick 
because  he  sometimes  acts  differently.  This  makes  me  feel  sad 
because  he  is  a really  neat  brother.  I admit  that  he  sometimes  gets 
on  my  nerves,  and  I wish  he  didn’t  have  to  act  the  way  he  does.  But 

Patrick  is  a very  sensitive  brother — he 
knows  when  people  are  looking  at  him 
strangely  and  making  fun  of  him. 

I wish  everyone  would  love  my 
brother  like  I love  him.  I wish  all 
other  kids  would  like  him  also. 

People  need  to  be  taught  how  to  act 
with  others  who  are  different  from 
them.  We  need  tc  teach  others  that 
people  with  disabilities  are  good 
people,  too.  If  each  of  us  would 
just  show  one  other  person  that 
people  with  disabilities  have 
many  abilities,  what  a great 
world  t’nis  could  be.  EP 


Christopher  and  Patrick  share  a joke.  Chris  says  he  loves  to 
make  his  brother  luugh. 


Patrick  went  on  his 
first  date — to  the  high  school  prom  with 
his  girtfriend,  Christina  “He  was  so  excited!" 
writes  his  mother. 


Twas  the  season! 
Eieven-year-oki  Patrick  arxl  three-year- 
old  Christopher  cetebrated  Christmas 
together  In  1969. 


Christopher',  9,  lives  with  his  parents, 

Patricia  and  Dewey,  and  his  brother, 

Patrick,  1 7,  in  Richmond,  Virginia.  Patrick 
has  cri-du-chat  syndrome,  a chromosomal, 
disorder  involvi,ng  a deletion  of  the  short 
arm  of  the  fifth  chromosome  (5p-). 

Christopher  wrote  this  piece  in  response  to  an  invitation  Jrom  one  of 
Pa  trick  ’s  case  workers  to  express  some  of  his  concerns  about  his  brother. 

Christopher  is  in  the  fourth  grade  at  Fisher- Model  School  in  Richmond. 

He  enjoys  computer  games,  TV  and  soccer. 

The  Children's  Page  welcomes  contrltxitlons  from  children  with  disabilities,  their  siblings  and  their  friends.  Be  creative!  Send  your  stories,  photos  and  artwork 
to:  CtiUiuaA'8  Pige,  Exceptional  Parent,  209  Harvard  Street,  Suite  303,  Brookline,  MA  02146-5005. 


ERJCg  ♦ exceptional  parent  / 
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You  and  your  child  face  some  tough 
challenges,  but  you're  the  one  who  must 
solve  them  in  the  most  practical  ways, 
Here's  how  we  can  help: 

■ When  your  child  has  outgrown  that 
infant  car  seat,  you  can  have  peace  of 
mind  knowing  that  the  Columbia  Car 
Scat  has  been  crash 
tested  for  children 
. from  20  to  102 
lbs,“yet  weighs  only 
11  poimds! 

It  has  been  the 
No.  1 choice  since 
; 1986,  for  its 
adjustability 
yf  and  stylish 
^ comfort. 

CurSMf 


■ At  bathtime,  our  popular 
Reclining  Chairs  and  Wrap* 
Around  Bath  Supports  allow 
your  child-  and 
you-to  enjoy 
the  bath. 


§7700  Hi-Back 
Wmp-Afound 


Mi 
fOTM 
UU,  up  to 


■At  toileting  time,  our  Toilet 
Supports  fit  easily  onto  any 
toilet;  remove  easily,  too.  .4nd 
our  Positioning  Commodes 
give  the  same  toileting  support 
in  any  location. 


Why  do  these  products  work  so  well? 
Columbia  products  are  thoughtfully 
designed,  with  each  item  available  in  the 
right  size  for  your  child,  with  lots  of 
adjustability  for  a custom  fit. 

They  are  made  of  durable 
materials,  tested  and  proven  in 
-life  experience. 

Made  in  the  USA  and  sold  all  over  the 
world,  Columbia  products  are  leaders  in 
all  their  categories. 

Get  all  the  details 
from  our  FREE 
full  color  catalog. 
"Sharing  the 
Caring"  means 
products 
that  work! 


H29Q  Stimlt  StipportforikUdrM 


JU  l ^ ' L/Z/'  • u 

\ . . A K I.  \ i l 


ERIC 


CALL  1-800-454-6612  today  for  your  free  catalog 

Columbia  Medical  Mfg.  Corp.,  Dept  Dl,  P.O.  Box  633,  Pacific  Palisades,  CA  90272 
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